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Abstract 
   Gastric and enteral feeding tubes have been used for people with an intact 
gastrointestinal tract to enhance nutritional intake and to prevent or treat malnutrition when the 
expected time of use is greater than four weeks (Verhoef & Van Rosendaal, 2014; White & 
King, 2014). Considered to be a safe intervention, the placing of percutaneous endoscopic 
gastrostomy tube (PEG), a common type of feeding tube, has a successful placement rate of 
nearly 95% (Verhoef & Van Rosendaal, 2014).  The majority of deaths of those with feeding 
tubes are attributable to the patient’s underlying medical co-morbidities and not the tube or tube 
placement itself (Rahnemai-Azar, Rahnemaiazar, Naghshizadian, Kurtz, & Farkas (2014).   A 
variety of gastric and enteral feeding tubes exist, and the choice of which type of tube to use is 
usually determined by the health care needs of the patient (White & King, 2014).  Currently, 
little information exists in the literature regarding how nurses assess, intervene, and advocate for 
patients as they experience physical and psychosocial challenges which are specific to these 
invasive medical devices.  To understand the ways in which nurses could be more helpful to and 
supportive of this patient population, a survey was designed to elicit preliminary data from 
patients who were currently, or had recently been treated, with a feeding tube.  This survey, 
distributed through online social media groups, was used to gather data on the feelings and 
challenges that these patients experience.  A total of 66 patients completed the survey.  This 
survey specifically examines nurse behaviors that patients identify as actually or potentially 
helpful in dealing with the physical, emotional, social, and logistical aspects of living life with a 
feeding tube in place.  The survey aims to help determine how nurses can intervene and provide 
more holistic and appropriate care for this patient population. The results of the survey revealed 
that while some patients reported having been cared for by nurses who were well-educated in 
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regards to feeding tubes and believed that their nurses were caring and compassionate, a greater 
number of respondents expressed that their nurses were less informed regarding feeding tubes 
and less able to provide help with the emotional challenges that these patients present.  With 
these results, further investigation is needed to assess how nurses can better support patients with 
feeding tubes and better identify the successful and transformative interventions that would be 
helpful to this patient population.   
Introduction 
 Gastric and enteral feeding tube use has dated back 3500 years (White & King, 2014).  
The Greeks and Egyptians can claim the first use of enteral feeding tubes which were used to 
treat various bowel ailments by instilling nutrient solutions into the rectum of these patients   
(White & King, 2014).  Over the centuries, these tubes and feeding devices were created using 
animal bladders, leather, whale bones, eel skins, and rubber (White & King, 2014).  In more 
recent years, most of these tubes are manufactured with plastic and polyethylene (White & King, 
2014). Additionally, a variety of tubes exist which each can be used for varying medical issues.  
A gastrostomy tube (G tube) is placed in the stomach as well as the percutaneous endoscopic 
gastrostomy tube (PEG tube).  A jejunostomy (J tube) is inserted into the small intestine.  There 
is also a combination of the G tube and the J tube which is simply referred to as a GJ tube.  
Patients may have just one of these tubes, and some patients may have a separate G and J tube.  
These tubes are most often utilized by health care practitioners when long-term nutrition therapy 
is needed—usually at least four weeks (Bosek & Whitney, 2013).  These feeding tubes are used 
for patients of all ages.  Low profile button tubes  are also used for tube feeding which are easily 
concealed underneath clothing and may be easier to manage versus a longer feeding tube which 
extends several inches from the outside of the abdomen, and  this form of feeding tube is utilized 
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within the pediatric, adolescent, and adult population (Colbrunn, van den Bogert, Mino, 
Montiero, & Stallion, 2013). Examples of low profile “button” tubes as they are commonly 
referred to, include MicKey® and AMT® brands which are the most commonly-utilized brands 
(Colbrunn, van den Bogert, Mino, Montiero, & Stallion, 2013). 
Images of Various Types of Feeding Tubes 
Gastrostomy “G Tube” on left and Jejunostomy “J Tube” on the right   
Both of these types of tubes may be either the traditional feeding tube with long tubing that 
extends from the abdomen, or they may be low profile tubes that have attachable extension 
tubing. 
 
Source:http://www.mskcc.org/sites/www.mskcc.org/files/imagecache/medium/node/20492/imag
es/fig1and2.png 
 
Gastro-Jejunostomy Tube (GJ Tube) 
This diagram shows a combined GJ tube.  The G port may be used for doing feeds for nutrition 
and/or hydration, administering medications, or venting the stomach of air or gastric contents 
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while the J port is most often used for nutrition and hydration (Lucendo, A. & Friginal-Ruiz, A.; 
Blumenstein, Shastri, & Stein (2014).  (2014). 
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Low Profile “Button” Feeding Tube (This type can be either a G, J, or GJ combined tube.) 
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Low Profile “Button” Feeding Tube with extensions attached, may be a G, J, or GJ 
combination tube 
 
Source: https://ourlifewithk.files.wordpress.com/2013/06/06-23-13_8678.jpg 
          Gastric and enteral tubes are indicated when patients are not able to receive adequate 
nutrition through standard oral intake methods (Whitney, 2013).  The medical diagnoses which 
may require one of these tubes include but are not limited to eating disorders including anorexia 
nervosa and bulimia, orofacial fractures, head and neck cancer, major central nervous system 
neurologic disorders, severe burns, and gastrointestinal (GI) disorders including inflammatory 
bowel disease, pancreatitis, and Crohn’s disease (Whitney, 2014; Brotherton & Judd, 2007).  
When nutrition is lacking, it is general practice to start with less invasive interventions such as a 
nasogastric tube (NG) and then progress with, for example, a G tube, to assess how the patient 
will respond to the medical device (Whitney, 2013).
 From clinical experience with various patients, my interest piqued to determine how 
nurses, specifically, can improve care for this patient population.  These patients are facing 
complicated medical diagnoses, and the use of these tubes can be seen as invasive and 
destructive to the body image and have an impact self-perceptions of these patients.  My hope is 
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for the results of this study to guide the future practice of nurses as it relates to patients with 
these feeding tubes.  The questions in this survey were created to assess what feelings and 
emotions these patients have whether positive or negative, the interventions which have been put 
into practice, as well as some practices that the patients themselves would like to see 
implemented given their individual experiences.  Nurses are in a key position to assess and 
intervene for this patient population because they care for patients in the hospital or tertiary care 
institutions, long-term care centers, skilled nursing facilities, as well as outpatient clinics and the 
community setting for home health care nurses.  Nurses will repeatedly see these patients and 
will be able to work jointly with these patients to maintain and improve their quality of life 
(QoL) if it is in jeopardy.  This survey was developed to be an exploratory and investigative 
study given the lack of information regarding these specific patients in the written literature and 
to document the specific challenges that these patients face.  Furthermore, this survey will serve 
to document which interventions are already being performed in the clinical setting that are 
helpful so that recommendations can be made for nurses to continue with these practices.  Survey 
respondents were given the opportunity to share personal experiences through the use of open-
ended questions as well as questions which have a selection of choices where they may select 
one answer, multiple answers, or provide their own response in a free-text box.  The results of 
this study will be shared throughout this report.   
Review of the Literature
 A comprehensive search of the literature reveals that patients with these tubes vary in 
their diagnoses and reasons for continued use of feeding tubes.  Patients with feeding tubes share 
the need for nutrition that they are unable to obtain orally or need to supplement some of their 
oral nutrition with enteral feeds (Whitney, 2014).  Additionally, patients with these tubes may 
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have increased metabolic needs which are unable to be met through oral eating alone, or the 
patients may be facing chronic illness which may increase their metabolic needs (Whitney, 
2014).  This review of the literature is organized into five categories--benefits of gastric and 
enteral feeding tubes, challenges and complications of gastric and enteral feeding tubes, quality 
of life of patients, role of family as care givers, and role of nurses with tube feeding. 
Benefits of Gastric and Enteral Feeding Tubes
 When patients are unable to maintain their nutritional needs through oral ingestion alone, 
gastric or enteral feedings may be indicated thereby making tube feedings a life-saving and/or 
life-sustaining intervention (Whitney, 2014).  Patients who require these artificial feedings are 
many times faced with a life-threatening diagnosis and need this form of nutrition for survival 
(Padilla & Grant, 1985).  Additionally, tube feedings are generally considered safe although they 
do have some complications (Whitney, 2014).  Tube feedings are also able to be maintained 
while a patient is in their own home negating the need for long-term hospitalizations if the 
patient is medically-stable (Bjurester, Larsson, Nordstrm, & Athlin, 2008).  Even if patients 
will be relying on tube feedings long-term or indefinitely, care can usually be given to the patient 
while they are at home with family support in many instances (Bjurester, Larsson, Nordstrm, 
& Athlin, 2008).  Additionally, patients who reported that they were able to maintain their social 
interactions were more satisfied with their routine of tube feeds therefore providing the benefit of 
improving or maintaining an acceptable QoL (Padilla & Grant, 1985).  The enteral feeding 
routine is usually initiated in the hospital setting with the health care provider determining the 
type of liquid formula to be used and increasing the rate of feeds until an acceptable volume or 
number of calories is achieved (Bjurester, Larsson, Nordstrm, & Athlin, 2008).  Bannerman, 
Pendlebury, Phillips, & Ghosh (2000) recognize that patients, in particular, adolescents, have 
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improved self-esteem and were able to tolerate the tube in terms of physical appearance, and the 
tube was more acceptable to these patients given that it would be hidden under their clothes 
versus having a nasogastric (NG) tube which is visible to those around them (Bannerman, 
Pendlebury, Phillips, & Ghosh, 2000).  Any efforts to increase the QoL for these patients can be 
seen as a benefit and should be encouraged.  In order for patients to experience the full physical 
and physiological benefits that feeding tubes may offer and to experience the most favorable 
patient outcomes, all patients, young and older, should be assessed and be offered the option of a 
low-profile tube if the patient desires and no contraindication is present.  These more low-profile 
“buttons,” are ideal for children, adolescents, and adults who desire to have a smaller tube and 
who may feel self-conscious in regards to their body image and confidence (Rahnemai-Azar, 
Rahnemaiazar, Naghshizadian, Kurtz, & Farkas (2014).  If patients are well-taught and are able 
to manage their own care at home, the patients will be able to maintain their independence and a 
sense of control over their circumstances resulting in steps towards beneficial health outcomes 
(Bjurester, Larsson, Nordstrm, & Athlin, 2008).  . The patients have reported an overall 
healthy well-being status when they are able to manage their tube feeding routines at home. 
(Brotherton & Judd, 2007).  This sentiment is supported by a similar study which showed that as 
patients are able to regain their independence with a set routine for their tube feeds, they feel a 
sense of increased independence (Verhoef & Van Rosendaal, 2001).   
Challenges and Complications of Gastric and Enteral Feeding Tubes 
 The challenges of using these feeding tubes for patients have an effect on the patients 
themselves as well as their family members and support system alike.  Depending on several 
aspects of care, patient outcome can be positive and improve QoL or may hinder one’s ability to 
function at his or her optimal level (Todd, van Rosendaaal, Durgeon, & Verhoef, 2005).  Given 
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the differences in the patients, their personal medical history, and the approach to care, whether 
or not a patient does well with a feeding tube cannot always be predicted with complete 
accuracy.  As noted before, family members caring for patients with feeding tubes have 
described their lives as being ruled by the tube feeds and feeling disconnected from the world 
outside of their medical care routine (Bjurester, Larsson, & Athlin, 2011).  Given that these tube 
feedings may continue for months, years, or indefinitely, this sense of loss of independence may 
be significant.  Additionally, the patients themselves express that tube feedings can be 
challenging.  One of the main concerns expressed by family is that they have a continuing 
concern for their loved one who is reliant on the tube feeds (Bjurester, Larsson, & Athlin, 
2011).  These family members will often find themselves in an ethical dilemma of whether or not 
to dedicate a large part of their time to their loved one (Bjurester, Larsson, & Athlin, 2011).  
These dilemmas will weigh heavily on patients’ family members and may increase stress levels 
among this population. 
 Before a feeding tube is surgically placed, the patient’s medical history will need to be 
reviewed thoroughly in order to assess if the procedure will be safe and is not contraindicated 
(Rahnemai-Azar, Rahnemaiazar, Naghshizadian, Kurtz, & Farkas, 2014).  In order for feedings 
to be effective and safe, the patient must have a functioning GI tract as well as no obstructions 
throughout the stomach, small intestines, and colon (Verhoef & Van Rosendaal, 2001).  
Additional contraindications include hemodynamic instability, sepsis, severe ascites, and severe 
coagulation disorders such as thrombocytopenia with a platelet count of less than 50,000/mm³ 
(Rahnemai-Azar, Rahnemaiazar, Naghshizadian, Kurtz, & Farkas, 2014).  With these additional 
medical conditions, patients may be less nutritionally-stable and may not tolerate the tube 
placement surgery given it is a relatively invasive procedure. 
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 When patients are considering having a feeding tube placed, it is a general practice to 
start with the less invasive tube such as a nasogastric tube (NG) or nasojejunal tube (NJ) and 
then move to a more invasive, surgically-placed tube such as a G tube (Findlay, Toews, & Grant, 
2011).   The nasogastric (NG) and nasojejunal (NJ) tubes are often utilized when patients need 
approximately three weeks or less of tube feeds while other tubes such as the G tube and J tube 
are indicated for long-term use or for greater than 3-4 weeks (Verhoef & Van Rosendaal, 2014).  
With tubes that are more visible, patients may experience self-consciousness while other patients 
report not feeling bothered by the visible tube (Findlay, Toews, & Grant, 2011).  If self-
consciousness is experienced, patients may be less likely to participate in activities that they 
enjoyed before getting the tube which could lead to further issues adjusting to the tube (Findlay, 
Toews, & Grant, 2011).  This same study determined that there is a correlation between feeling 
acceptance of having the tube with accelerated re-entry into activities which were age-
appropriate and were previously enjoyable to the patient (Findlay, Toews, & Grant, 2011).   
 Once feeding tubes are placed, mechanical failure, misplaced or poorly placed tubes, and 
issues with the physical integrity of the tubes themselves are possible (Whitney, 2013).  
Additional complications which may occur with a feeding tube include but are not limited to 
bacterial and yeast skin infections around the stoma, peritonitis, ileus, and bleeding (Verhoef & 
Van Rosendaal, 2014).  Rahnemai-Azar, Rahnemaiazar, Naghshizadian, Kurtz, & Farkas (2014) 
also recognize that complications such as gastric outlet obstruction may arise if the tube migrates 
towards the pyloric region of the stomach or if the internal bumper of tube becomes dislodged in 
the abdomen between the lining of the stomach and the abdominal wall which is referred to as 
buried bumper syndrome.  Perforation of the bowel and necrotizing fasciitis are two additional 
challenges which may be severe or life-threatening (Rahnemai-Azar, Rahnemaiazar, 
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Naghshizadian, Kurtz, & Farkas, 2014).  In order to avoid infections in the abdomen as a result 
of the tube, most gastroenterologists and surgeons caring for these patients recommend allowing 
the tube to be in place for at least one month allowing the tract and the stoma to heal around the 
tube before allowing the patient to transition to a low-profile “button” tube (Rahnemai-Azar, 
Rahnemaiazar, Naghshizadian, Kurtz, & Farkas (2014).  These “button” tubes are ideal for 
children, adolescents, and adults who desire to have a smaller tube and who may feel self-
conscious in regards to their body image and confidence. (Rahnemai-Azar, Rahnemaiazar, 
Naghshizadian, Kurtz, & Farkas (2014).   
 One of the most serious complications of tube feeding is aspiration of feeds into the lungs 
which can result in aspiration pneumonia or other infections in the lungs (Whitney, 2013).  
Patients must be vigilant in keeping the head of their bed at least at a 30 degree angle to prevent 
aspiration of feeds, but this increased angle may cause interference of sleep if patients choose to 
or need to run their feeds while asleep or resting in a reclined position (Whitney, 2013).  If a NG 
tube is being used for feeds, the patient or their caregiver must be observant in checking gastric 
content pH to ensure that the tube is in the stomach and not mistakenly in the lungs (Whitley, 
2013).  Due to the small diameter of the lumen of the tubing, clogs in the tubes are a common 
issue (Whitney, 2013).  Patients may not be able to run their feeds if they are unable to unclog 
the tube, and a visit to their health care provider may be necessary which can be time-consuming 
and costly.  Recent recommendations include using pancreatic enzymes mixed with bicarbonate 
to gently push through the tube to break up any clogs in the line (Rahnemai-Azar, Rahnemaiazar, 
Naghshizadian, Kurtz, & Farkas, 2014).  One drawback to this suggestion is the cost of the 
enzymes.  Currently, the pancreatic enzyme, Creon® (pancrelipase), is a Tier-3 medication 
which may incur a high out-of-pocket payment for the patient which may be cost-prohibitive 
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(Epocrates, 2013).  Additionally, in 2014, The Joint Commission issued a Sentinel Event Alert 
warning health care practitioners and nursing staff to be cautious regarding the administration of 
medications and other substances by way of the GI tract through feeding tubes versus 
administration of substances such as medications through intravenous (IV) access. (TJC, 2014).  
The most common mistake has been to administer substances through the IV route when the 
enteral or gastric route was intended.  Manufacturing companies will now make feeding tube 
connectors which will be exclusively compatible with the gastric or enteral feeding tube system 
and will not be mistaken for IV access devices.  These connectors should be available in early 
2015 (TJC, 2014).   
 In addition to mechanical failure of the tube, the formula itself can cause a myriad of side 
effects and digestive issues (Whitney, 2013).  Formula typically has a high osmolarity due to the 
increased protein content which is typical of these medical formulas (Whitney, 2013).  These 
formulas tend to pull fluid into the GI tract through osmosis which can then result in diarrhea.  If 
diarrhea continues without sufficient fluid and electrolyte replacement, dehydration may result 
and can be severe (Whitney, 2013).  Given that many patients with feeding tubes may be 
confined to their home if they are unable to do mobile feeds, this addition of GI distress may 
further complicate the circumstances of the patient and their caregivers.  In addition, these 
formulas may also increase the production of gastric acids which can then decrease the pressure 
on the lower esophageal sphincter resulting in gastroesophageal reflux disease (GERD) 
(Whitney, 2013).  Patients, especially those who are already suffering from a neuromuscular 
condition, whether or not it was a contributing factor to the patient having a feeding tube, may 
experience decreased peristalsis of the GI tract or delayed gastric emptying which can then 
contribute to nausea and vomiting (Whitney, 2013).  This cascade may result in exacerbation of 
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dehydration in the patient (Whitney, 2013).  Also of note is the increased viscosity of many of 
the medical formulas that are used (Rahnemai-Azar, Rahnemaiazar, Naghshizadian, Kurtz, & 
Farkas, 2014).  Patients and their caregivers must be vigilant in flushing the tubes with warm 
water throughout the day and especially immediately before and after feeds (Rahnemai-Azar, 
Rahnemaiazar, Naghshizadian, Kurtz, & Farkas, 2014).  With an emphasis on a team approach to 
assist these patients, a nutritionist or dietician is an essential team member for these patients as 
they will be able to help monitor whether or not the patient is receiving enough protein and 
calories to maintain adequate electrolyte levels and albumin levels as well as able to maintain, 
lose, or gain weight when necessary (Whitney, 2013).   
 Additionally, many patients with feeding tubes suffer from dysphagia whether it is 
secondary to a GI motility issue or is a neurological deficiency.  Pills and other medicines that 
are given through the tube must be crushed well, completely, and dissolved in a liquid, such as 
warm water or other fluid that is not contraindicated for that specific patient (Rahnemai-Azar, 
Rahnemaiazar, Naghshizadian, Kurtz, & Farkas, 2014).  If medications are continually clogging 
the tube, the full dose of the medicine may not be able to be absorbed into the body which may 
introduce additional complications. Liquid form of the medications is preferred to administer 
through tubes, but non-availability of all medications in liquid or compounded form is another 
barrier faced by patients.   
Quality of Life of Patients 
 Many fears of patients with feeding tubes seem to be closely tied to their self-described 
quality of life (QoL) (Brotherton & Judd, 2007).  Padilla & Grant (1985) state that they believe 
QoL to be composed of psychological wellbeing, physical wellbeing, and symptom control.  
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Given that QoL is derived from subjective sentiments, it presents a challenge to quantify this 
aspect of the patient’s care.  Patients will often describe nausea, hunger, and thirst as side effects 
of their tube feedings, but it is not known if these sensations are a direct result of the tube feeds, 
medications, or a result of their underlying medical conditions (Brotherton & Judd, 2007).  In 
one study, the researchers found that the self-reported body image of those with enteral feeding 
tubes was poor and that 75% of the participants with a PEG tube reported to feel insecure with 
the physical appearance of the PEG tube (Bannerman, Pendlebury, Phillips, & Ghosh, 2000).  
For many patients, tube feedings may be providing 100% of the nutrition for the patient or may 
be providing a portion of the nutrition depending on oral intake (Whitney, 2013).  For many of 
these patients, they are no longer able to participate in family meal times as they feel a sense of 
isolation in not being able to eat the same or any foods that those around them (Brotherton & 
Judd, 2007).  Patients have repeatedly spoken about their feelings of isolation given that food is 
often times an aspect of personal, cultural, and family traditions (Padilla & Grant, 1985).  Given 
that tube feeding are a type of artificial feeding usually bypassing hunger cues and excluding the 
actual tasting of foods, it is not surprising that patients report feeling isolated especially around 
holidays and times of celebration with cultural significance (Padilla & Grant, 1985).  Many 
patients have reported that their tube feedings are simply a way of getting nutrition but provides 
them with no sensory pleasure (Padilla & Grant, 1985).  Patients have also spoken about how 
they miss the sensation of actually swallowing their food and the resulting satiety as they do not 
swallow enteral feeds since they bypass the normal oral path of the GI tract (Brotherton & Judd, 
2007).  In general, the results of Brotherton & Judd (2007) show that the QoL of patients with 
enteral feeds is lower than the control group while citing that nausea, vomiting, diarrhea, and 
fatigue to be the most contributing factors.  One other study of note from Japan regarding the 
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role and perception of the family members of those on enteral feeds was conducted and found 
that the majority of health care professionals, including doctors and nurses in the study, would 
not choose for themselves or for family members to be on artificial feeding if they were in a bed-
ridden state due to irreversible cognition in old age (Komiya, Ishii, Teramoto, Yasuda, Sato, 
Yamamoto, Kimura, Takahashi, Hiramatsu, & Kadota, 2012).  For this study, the health care 
professionals who took care of tube-fed patients, more often than not, rejected the idea of tube 
feedings for themselves or for family members (Komia et al., 2012).  
Role of Family as Caregivers 
 Once patients are discharged from the hospital after the initial surgery to place the 
feeding tube, they often times rely on home health care nurses who will visit the patients in their 
home and monitor how well their feedings and general health are progressing (Bjurester, 
Larsson, & Athlin, 2011).  After careful and thorough teaching through the home health nurse, 
families may be able to function more independently, and many times family members 
themselves will take on the role of the caretaker (Bjurester, Larsson, & Athlin, 2011).  Family 
members are often given the task of measuring, mixing, and administering the formula nutrition, 
giving medications through the tube when indicated, and maintaining the cleanliness of the tube 
(Bjurester, Larsson, & Athlin, 2011).  Many of these family members feel an obligation to their 
loved one to participate actively in their care (Bjurester, Larsson, & Athlin, 2011).  Since many 
family members see this as an obligatory duty and do not want their loved one to feel abandoned, 
they may feel the strain on their own physical and emotional energy (Bjurester, Larsson, & 
Athlin, 2011).  This particular study resulted with the core concept that these caregivers were 
“struggling in an inescapable life situation” which demonstrates the profound effect of this 
treatment on family members (Bjurester, Larsson, & Athlin, 2011).  In order for families and 
NURSING ASSESSMENT OF PATIENTS REQUIRING ENTERAL AND GASTRIC 
FEEDING TUBES: AN EXPLORATORY APPROACH                                                            18  

care givers to regain a sense of control over what may feel to be a chaotic transition, every effort 
should be made to include the family and patient in the decision-making process with the 
medical and nursing team (Todd, van Rosendaal, Duregon, & Verhoef, 2005).  If the patients 
have the mental capacity to make their own decisions regarding their medical care, they should 
be asked directly who in their family that they would like to be included in their care plan (Todd, 
van Rosendaal, Duregon, & Verhoef, 2005).  One study has also shown that patients who have 
strong family support in the home will adjust more readily to their new routine with the tube 
feeds versus those who may not have a strong family or social support system in place (Padilla & 
Grant, 1985).  In this same study, patients who reported that they were able to maintain their 
social interactions were more satisfied with their routine of tube feeds (Padilla & Grant, 1985).   
Nurses are in an ideal position to advocate on behalf of the patient and serve as a bridge between 
the patient and their family.  Given that nurses excel in holistic and patient-centered care, 
including the family in teaching sessions is essential and allows the family to play a key role in 
the care of their loved one.   
Role of Nurses  
 Considering the tremendous challenges of this patient population, nurses are in a key 
position to act in a supporting and guiding role for patients and their families especially since 
many of these patients are cared for as outpatients or in the setting of community health.  Nurses 
may see the patient more often than the provider, especially if the patient is being seen by a 
community health nurse.  During continual visits and ongoing assessments, nurses will become 
well-acquainted with the patient and what their highest priority needs are (Bannerman, 
Pendlebury, Phillips, & Ghosh, 2000).  Nurses are an essential part of the health care team and 
should work in conjunction with the physicians, dieticians, and social workers (Padilla & Grant, 
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1985).  Reporting an increase in their QoL with increased mobility and ability to enjoy activities 
previously enjoyed, nurses can advocate for using mobile pumps so that patients are able to run 
feeds while out in public or moving freely in their home versus being attached to a movable but 
cumbersome IV pole (White & King, 2014).   An additional benefit of portable tube feedings is 
that patients can accomplish and maintain their mobility with a small portable pump in a 
backpack which allows patients better mobility while receiving their feeds versus being restricted 
to running feeds while at home (Bjurester, Larsson, & Athlin, 2011).  This additional option is 
beneficial for pediatric and adult patients alike.  During discharge teaching in a hospital setting 
or in follow-up clinic appointments, nurses can instruct patients how to preserve and maintain 
their mobility and independence.  Manufacturers of these pumps should look to this patient 
population for guidance regarding how to develop more effective and mobility-friendly devices 
(Bjurester, Larsson, & Athlin, 2011).  With their increased mobility and confidence, many 
patients are able to thrive with feeding tubes, especially those with portable pumps.  
           If patients are being seen in their home by a community health nurse or in a clinical 
setting, nurses are in a key position to advocate for the patients if they are experiencing adverse 
side effects or any sort of GI upset from using the tube feeds (Padilla & Grant, 1985).  These 
signs and symptoms may include flatus, diarrhea, constipation, nausea, fullness, or any other 
bothersome symptoms including anxiety or poor mental health (Padilla & Grant, 1985).  Nurses 
may then relay this information to the health care team so that interventions may be planned and 
executed in a timely manner.  In the home setting, the nurse can act as a liaison between the 
patient and family members to encourage team work in the care regimen for the individual 
patient (Bjurester, Larsson, & Athlin, 2011).  
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 Nurses must be prepared to include the patient and their family in the decision making 
process.  While it is worthwhile for the nurse to help the patient to set a progress goal, if the 
patient is not willing to make those specific steps, change is much less likely to occur.  If patients 
themselves develop their own goals with the guidance of the nurse, the patient will be much 
more likely and more motivated to continue with their plan of action.  
 Many patients and family members alike report a loss in togetherness because the patient 
was not able to eat and enjoy the same foods as the rest of the family which resulted in some 
tension in the household (Bjurester, Larsson, & Athlin, 2011).  Family members have also 
reported not being aware what their role should be with the patient given that the health care 
team and health care system is not always clear about the role of the family (Bjurester, Larsson, 
& Athlin, 2011).  Nurses, especially in the community health setting, are able to bridge this gap 
and to teach and include family members in the care of the patient.   
 An additional source of stress is identified when the family may be forced into making 
health care decisions for the patient when the patient is not able to speak for himself or herself, 
such as if a patient is unconscious or non-communicative.  Given that these situations will be 
high-stress for the family and the patient, it is not ideal to make important health care decisions 
under duress.  The nurse can help families to negotiate these difficult decisions and to have more 
ongoing conversations regarding the care of the patient during less stressful times (Todd, Van 
Rosendaal, Durgeon, & Verhoef, 2005).  At least a portion of the family’s stress may be averted 
and productive decision making can occur if some decisions are made when all parties are able to 
talk freely and honestly.  Depending on the severity of the patient’s illness, nurses should also be 
prepared to have the conversation with the patient and their family regarding when it would be 
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acceptable to stop tube feedings or if that will ever be an option depending on the course of the 
disease with which the patient is affected. 
Design 
 This investigative effort takes an exploratory approach with a self-administered, in-depth, 
online survey which utilizes a series of multiple-choice questions and open-ended responses 
which encourages respondents to use their own words to describe their feelings.  The link to the 
survey was posted in three private social media groups for two weeks starting from January, 25th, 
2015 through February, 6, 2015.  These groups include the target individuals, mainly teenagers 
and adults, with gastric and enteral feeding tubes.  Individuals were able to participate by 
clicking on the link and filling out the survey.  All responses were anonymous and untraceable.  
The survey includes demographic questions as well as general questions regarding their living 
status and experiences in regards to their health.   
Methods 
 In speaking with patients who have gastric and enteral feeding tubes, many have 
expressed concerns with having them.  Even if patients have these tubes as a source of life-
saving and life-sustaining nutrition, many patients feel confined with the tube and the challenges 
that it presents.  In order to explore and obtain more information about these patients, an online 
survey was created with the UNC Qualtrics software.  The survey allowed respondents to answer 
questions regarding their feelings about having a feeding tube as well as presented open-ended 
questions for patients to share their feelings in their own words.  The link for the survey was 
posted in 3 different social media groups which target teenagers and adults with gastric and 
enteral feeding tubes, and the survey was active for two weeks as to allow maximum 
participation for this effort while still allowing adequate time for analysis of the information.          
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Participants were also encouraged to share the link to the study with any other subjects who 
would fulfill the criteria of having a feeding tube but were not necessarily a member of one of 
these groups.  The survey was originally posted on January, 25th, 2015 and was closed on 
February, 6, 2015.  The survey was re-posted with one week remaining and then with twenty-
four hours remaining in order for potential respondents to be reminded of the closing of the 
survey link.  Once link was deactivated, the UNC Qualtrics software was used to synthesize the 
data.
 Given that this exploratory effort involved human subjects sharing information regarding 
their health, the survey was submitted to the UNC Institutional Review Board (IRB) which then 
determined that this particular study was exempt from approval citing that it does not constitute 
human subjects research as defined under federal regulations [45 CFR 46.102 (d or f) and 21 
CFR 56.102(c)(e)(l)] and does not require IRB approval.  The social behavioral compliance 
tutorials on the Collaborative Institutional Training Initiative (CITI) webpage were completed.  
In order to avoid multiple answers from a single respondent which could skew results, a limit of 
one response per Internet Protocol (IP) address was implemented.  None of the questions forced 
the respondent to answer before progressing to the next question so all questions do not reflect 
the total number of respondents which was 66.  Additionally, 66 surveys were initiated with all 
66 being completed for this study.  With this particular exploratory study, many of the questions 
provided an open-ended text box for respondents to reply in their own words.  Many of these 
questions sought to gather information on the subjective feelings of this patient population, so 
freedom with regards to expression of emotions and thoughts was encouraged.   
 The initial questions of the study sought to categorize the respondents with regards to 
their gender, race, marital status, employment status, duration of feeding tube, and type of 
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feeding tube utilized.   Subsequent questions attempted to assess why patients have these feeding 
tubes with regard to their individual diagnoses and what aspects of living with a feeding tube 
were challenging and which were empowering.  Multiple opportunities were given to patients to 
express their feelings in their own words and vocabulary.   
 After gathering the results of this study, the intention is to be able to determine how 
nurses should be caring for these patients.  If there are concerns from the patients regarding how 
they are treated by nurses, the results of this study may serve to encourage and promote nursing 
interventions which patients find to be helpful and fulfilling.  The final question of the survey 
asks patients to share reasons why they may not actively seek assistance and the potential 
barriers which exist for these patients to access the care that they need or desire. 
Results 
 A total of 66 people responded to the survey.  All 66 responses were recorded and none 
discarded.  Of the 66 responses to Question 1 which asks for gender, 92% were women, and 8% 
were men.  A rough estimate of the number of male and female members of these social media 
groups where the survey was posted is approximately 74% female and 26% male.  This count 
was determined by simply counting the number of male and female group members as 
determined by their names and profile pictures if one was posted.  This method is subject to error 
given that some names were not readily determined to be male or female, and some profile 
pictures may not be indicative of the person who actually manages that account.  Therefore, 
these percentages are an estimate.  Comparing these percentages to the national average, for 
2012, the Healthcare Cost and Utilization Project (HCUP) presents data which details the 
information specific to patients initiating enteral or parenteral nutrition showing that 47.91% 
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were men while 52.08% were women (HCUP, 2012).  The HCUP includes parenteral along with 
enteral nutrition, but our particular research effort does not include parenteral nutrition since it is 
through the vascular route, not gastric or enteral.  Additionally, information from the HCUP 
categorizes the information for gastrostomy (G tube) procedures, both temporary and permanent 
to include 51.10% males and 48.89% females (HCUP, 2012).  This is the most common type of 
feeding tube, so attention will be directed towards this data (Blumenstein, Shastri, & Stein, 
2014).  Additionally, when searched, there was no match for “jejunostomy” procedures or for 
“percutaneous gastrostomy procedures” (PEG).  Continuing with the gastrostomy data 
discussion, in order to assess what the socioeconomic status of these patients is, HCUP lists that 
33.72% of the gastrostomy tube patients in their database have low median income for their zip 
code while 64.32% do not have low income, and 1.96% have missing data.  The database does 
not give specifics as to what income range constitutes “low” or “not low” income.  With regards 
to the geographical location of these patients, 32.64% are in a large central metro area, 22.61% 
are in suburbs, 27.21% are in medium and small metro areas, and 17.24% are rural areas.  For 
0.30% of the patients, this geographical data is not provided.  Lastly, the status and type of 
hospital where gastrostomy procedures were performed are also provided. Nearly 75% of the 
hospitals utilized are private, not-for-profit facilities, along with government and private and for-
profit facilities comprising the remaining 25% nearly equally (HCUP, 2012).  Just over half, 
54.61% of hospitals utilized are urban, teaching hospitals followed by urban non-teaching 
hospitals at 36.15%, and rural hospitals at 9.24%.   
 Considering this data and comparing it to the results of this exploratory effort allows 
some conclusions to be drawn while some questions remain.  First of all, when comparing the 
gender of the study participants for this survey, the percentage of female participants surpasses 
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the percentage of females in these social media groups in general as well as surpasses the 
percentage of women who had a procedure to place one of these feeding tubes.  Additionally, 
participants for this study were not asked their income, socioeconomic status, geographic 
location, or the type of hospital or healthcare facility.  In order to improve future studies, this 
information would be asked for and documented accordingly.   
 For Question 2 which assesses age, all age ranges had at least 2 respondents with the 
majority (74%) falling into the age range of 23-45 years old. 
Table 1  What is your age? 
Age Ranges (in years)  Number of Responses % 
Under 16 2 3% 
16-18 3 5% 
19-22 5 8% 
23-27 8 12% 
28-35 21 32% 
36-45 20 30% 
46 and Over 7 11% 
Total 66 100% 
  
  In 2012 according to the HCUP, 10.43 % of new cases of adults with enteral or parenteral 
nutrition were between the ages of 18-44 which is much less than the results of this survey which 
included about 82% of respondents between the ages of 19-46 (HCUP, 2012).  Additionally, the 
HCUP data for gastrostomy procedures shows that 65.26% of patients were between the ages of 
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65-81+ while the group aged 19-46 comprised only 4.45% (HCUP, 2012).  Given that for our 
study respondents fell into the young adult and middle-aged categories, one must consider the 
implications that this data represents.  Further assessment is needed to determine if there are truly 
more older or more younger adults with feeding tubes or if the discrepancy resulted from the 
sampling method of this study which required access to a computer, internet, and an account on 
social media sites.  These younger age groups are traditionally given a great deal of freedom in 
terms of being students and working in the professional world.  This age group is also 
characterized by efforts of beginning to establish financial independence, being married or 
partnered, and beginning to plan for, have, and raise children.  The demands that having a 
feeding tube entails will likely be a challenge to this population as they are usually charged with 
caring for themselves as well as their family regardless if they are women or men.  Being social 
and an active part of the community is essential for this 18-44 year-old age group as relationships 
and holding a job can be significantly important and meaningful for this population.  Having a 
feeding tube and possibly a concurrent chronic illness may isolate these patients denying them 
the social interaction that is essential for physical and mental wellbeing. 
 In response to Question 3 asking for ethnic or racial background, the results were 
relatively homogenous.  All 66 respondents replied, and 94% (62 respondents) identified as 
Caucasian.  Subsequent responses included American or Alaska Native with 3 responses (5%), 
and 1 respondent self-identified as multi-racial.  Participants were also given the option of 
replying black or African American, Asian, Native Hawaiian or Pacific Islander, Hispanic (non-
Latino), Latino, or participants were given the option to share an unrecognized response with a 
free-text box.  Given that the overwhelming majority of participants identified as Caucasian, the 
question is posed as to whether the responses to this particular survey are truly indicative of the 
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overall population with feeding tubes.  The HCUP does not provide information regarding the 
ethnicity or race of those individuals undergoing enteral, parenteral, or gastrostomy procedures.  
Additionally, the ethnic and racial makeup of these online support groups cannot be determined 
given the dilemma of determining one’s race or ethnic identity based solely on their name or a 
profile picture which may not be that particular person.  Specific to this study, the vast majority 
of subjects identify as young adult/middle-aged, Caucasian females.  Even though the results of 
this study may be skewed for this particular study, additional questions are raised which may 
inform future studies.  One might speculate that the social media outlets that were used to access 
this population are not inclusive of the other patients who have feeding tubes.  If this is true, 
future studies would need to find an outlet to present this study so that more men, younger and 
older adults at the ends of the spectrum, and racial/ethnic minorities are represented and given 
the opportunity to add their personal experiences. 
 Question 4 in the survey asked participants to identify what their personal understanding 
was of why they have or had their feeding.  This question was posed in an open-ended format 
allowing the subjects to type their answer in a free-text box.  This question also helps to assess 
how informed patients are regarding their medical challenges, how well medical and nursing 
professionals are educating patients, and how well they are communicating with their patients.  
All 66 participants provided an answer, and some provided similar or overlapping answers.  
Table 2 below details the general responses from the participants.  Several responded with more 
than one diagnosis or stated problem, so there are more than 66 total responses. 
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Table 2  What is your understanding of why you have a feeding tube? 
Reason for Feeding Tube Number of Responses 
Gastroparesis (Stomach Paralysis) 33 
Malnutrition/Malabsorption 12 
Digestive Tract Paralysis and Dysmotility 
(including Dysphagia, Chronic Intestinal 
Pseudo-Obstruction (CIPO), Intestinal 
Intussusception, and Cyclic Vomiting 
(Gastroparesis is not included in this 
category.) 
11 
Eosinophilic Gastrointestinal Disorder 
(EGID) including Eosinophilic Esophagitis 
(EoE), Eosinophilic Gastritis (EG), and 
Eosinophilic Gastroenteritis (EGE) 
7 
Neurologic Disorders (including Cerebral 
Palsy) and other unspecified deficits 
4 
Aspiration 4 
Mitochondrial Disorder 2 
Ehlers-Danlos Syndrome 2 
Genetic Disorders (unspecified) 2 
Glossectomy and Esophagectomy 2 
Crohn’s Disease 2 
Severe Food Allergies Including 
Anaphylaxis 
2 
Pancreatitis (Including Acute and Chronic) 2 
Trauma (Swallowed Toxic and Caustic 
Substance) 
1 
Mast Cell Activation Disorder 1 
Total Responses 87 
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 When one takes note of these results, it is readily apparent that gastrointestinal 
dysmotility, both gastric and intestinal, as well as malnutrition and malabsorption were the most 
prevalent.  These medical challenges were also identified in the review of the literature to be 
common causes for having a feeding tube.  Given that a great deal of participants are diagnosed 
with gastroparesis (GP) and state that as their reason for having a feeding tube, further future 
study would be warranted to determine if this population is truly affected more and requires 
feeding tubes more often versus determining if these social media groups cater to patients with 
GP therefore attracting them in these groups.  Also of note for this question was that a parent 
responded to the survey for their affected child (age not stated) and made that aware given that it 
was an open-ended question allowing for personalized response.  One notable finding for this 
question as well was that 2 participants shared that they are also dependent on total parenteral 
nutrition (TPN) in addition to tube feeds or that they are no longer on tube feeds and are solely 
reliant on TPN for their nutrition.   
 Question 5 on the survey asks participants if they have medical insurance, and if so, is it 
adequate.  All 66 participants responded to the question.  The majority of respondents, 59 people 
(89%) do have health insurance while 7 (11%) responded that they do not currently have 
insurance.  Given that many of these patients have chronic medical challenges, having health 
insurance is indispensable for this population.  If they are not followed closely by medical and 
nursing professionals, more severe consequences are possible.  With the implementation of the 
Affordable Care Act, citizens cannot be denied health coverage due to a pre-existing condition 
(Wilensky, 2015).  Therefore, health insurance should be sought after and advocated for these 
patients.  Considering that, support for the process of navigating a complex health care system 
should be offered to these patients.  The medical and nursing staff caring for these patients will 
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need to advocate for the support for this population ensuring that they are able to sign up for an 
insurance plan that is both adequate in terms of services offered as well as affordable since these 
patients are most likely responsible for costly and ongoing medical expenses.  After seeing the 
results of this question, it would have been helpful and ideal to include a question regarding the 
income of these same patients and compare that data to see if there is a correlation between 
having insurance and a sufficient income as determined by the individuals replying to the survey.   
 In addition to asking if they have medical insurance, the respondents with insurance were 
also able to write in a free-text box if they felt that their insurance adequately met their needs.  In 
general, these responses can be broken down into 3 categories. 
Table 3 
Do you think that your insurance 
adequately meets your needs? 
Number of Responses 
Yes 34 
No 12 
Not Sure/Not Always 8 
Total Responses 54 
 
 Several of the subjects gave a short statement in addition to simply answering “yes” or 
“no.”  Two responded that their insurance company will not cover their medical formula which 
can cost several hundred or even over $1,000.00 per month.  This is a tremendous burden to 
patients who need these specialized formulas as they are not able to eat foods orally for the 
variety of reasons mentioned before.  One other participant did acknowledge that their insurance 
covers most of their expenses, but acknowledged that it is “usually not without a fight!”  
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 The next question, Question 6, asks participants to identify their living status in one of 
the following categories and allows participants to select all that apply— 
• Single or divorced living alone 
• Single or divorced living with friends and/or family 
• Married/Partnered 
• Responsible for a child or children under 18 in the household 
The survey also asks participants to share if they are also responsible for a child or children 
under 18 in the household in order to determine what other responsibilities and challenges these 
patients may have in their daily activities.  For this question, there were 65 responses indicating 
that one individual did not answer this question.  With the highest percentage, 28 (43%) of the 
participants identified themselves as married/partnered followed by 24 (37%) categorized as 
single or divorced living with friends and/or family.  Additionally, 12 (18%) identified as single 
or divorced living alone.  Finally, 13 (20%) also indicated that they were responsible for a child 
under 18 in the household.  Within those 13 responses, 10 people identified as being 
married/partnered, 2 were single or divorced living alone, and 1 solely identified as being 
responsible for a child or children under 18 in the household.  It was judged that this respondent 
was under the age of 18 but still living at home.  Ideally, those responsible for a child under 18 
would have some familial support within their household, so it is encouraging that the majority 
of those who responded that they are responsible for a child are either married or partnered.  For 
future studies, it could be valuable to ask participants whether or not they feel if they have 
sufficient support and access to resources in order to care for themselves and their family 
members.   
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 Question 7 asks for respondents to supply their employment status.  The results were as 
follows.  65 participants provided an answer for this question. 
Figure 1  

 These results demonstrate that 41% of respondents were receiving disability.  For future 
studies, the reasons for being on disability could prove to be enlightening as to how provide 
support for these patients to be able to return to a job given that having an occupation can help to 
provide meaning and motivation in one’s life.  Providing an open-ended text box to allow people 
to share their reasons for being on disability would be appropriate to assess how these patients 
view their ability to work.  In the Americans with Disabilities Act (ADA) of 1990, the term 
"disability" means, with respect to an individual: 
(A) a physical or mental impairment that substantially limits one or more major life activities of 
such individual; 
(B) a record of such an impairment; or 
(C) being regarded as having such an impairment (as described in paragraph (3)).  
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In regards to bodily functions, the ADA states the following: 
For purposes of paragraph (1), a major life activity also includes the operation of a major bodily 
function, including but not limited to, functions of the immune system, normal cell growth, 
digestive, bowel, bladder, neurological, brain, respiratory, circulatory, endocrine, and 
reproductive functions. (Americans with Disabilities Act, 2009).   Given these parameters, it is 
understandable for those with feeding tubes to be considered to have a disability.  
Acknowledging that having a disability may prevent one from working at a full-time job, it is 
reasonable that in some cases these patients may be able to have a part-time job or even to spend 
even a small number of hours volunteering in order to enjoy some level of fulfillment if that is 
lacking in their lives.  However, it is acknowledged that many of those with feeding tubes may 
not be able to do so even if they have a strong desire.  Again, this line of questioning would be 
useful to pursue in future research efforts.  Once the limitations and barriers to having a job are 
assessed, appropriate interventions can be tailored for each individual patient.   
 In order to assess how feeding tubes affect those patients who have them, it must first be 
determined which types of feeding tubes are being utilized.  Participants were given the choice of 
the following, and these were the results.  All 66 participants provided an answer for Question 8. 
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Table 4  What type of feeding tube do you have? 
Type of Feeding Tube Number of Responses % 
Gastrostomy (G tube) 20 30% 
Jejunostomy (J tube) 17 26% 
Gastro-Jejunostomy (GJ 
tube) 
15 23% 
Other, please specify 14 21% 
Total 66 100% 
 In order to facilitate patients sharing which type of feeding tube they have, a free-text box 
was provided if respondents felt that they were not able to choose which type of tube they had 
from the choices that were available for this question.  The type of feeding tube required depends 
on the specific medical needs of that patient.  The type of tube needed should be discussed and 
decided on between the patient and the health care provider.  For those patients who shared 
additional information regarding their type of tube in the “other” category, their answers 
included: 
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Table 5 
Additional Types of Tubes Number of Responses 
Separate G and J Tubes 8 
Percutaneous Endoscopic Gastrostomy 
Tubes (PEG) 
1 
Nasojejunal Tube (NJ) 1 
Low Profile Tube including a Mic-Key® or 
AMT® Button 
4 
Total Parental Nutrition Central Lines 
(These are not considered feeding tubes, 
but this information is being shared 
because the participants provided this 
feedback.) 
3 
Total Number of Additional Types of 
Feeding Tubes 
17 
 The discrepancy of the 17 total number of additional types of feeding tubes in Table 5 
and the 14 “other” responses in Table 4, is that there were some responses which included more 
than one type of additional tube.  When identifying trends that appear in regards to the types of 
tubes being utilized, G tubes, including PEG tubes, are used most often (Blumenstein, Shastri, & 
Stein (2014).  This is consistent with data including those who have feeding tubes but were not 
included in this particular study.  
  To participate in this study, it was clearly stated in the introduction of the survey that 
participants can either currently have a feeding tube at the time of filling out the survey, or they 
could have previously had a tube and no longer have it.  Question 9 asked if the participant 
currently had their feeding tube.  A total 65 people responded to this question.  Of the 65 
participants, 60 (92%) currently have their feeding tube while 5 (8%) do not currently have their 
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tube.  This breakdown is significant in that feelings, whether positive or negative in regards to 
the tube, can be amplified if the patient still has the tube.  Thankfulness for the tube or frustration 
in having the tube may be more pronounced if the patient still has it.  For future studies, it could 
be useful to ask these same participants to respond to the question of whether or not they are 
satisfied if they currently have their tube and to compare that data to how many patients actually 
still have their feeding tube.  These tubes are most often utilized by health care practitioners 
when long-term nutrition therapy is needed—usually at least four weeks, so these patients may 
be facing months or years of having the tube (Bosek & Whitney, 2013). 
 In order to assess the chronicity of feeding tubes in patients, the respondents were asked 
how long they have actually had their feeding tube whether or not they still have one.  65 of the 
participants provided an answer to this question. 
Table 6  How long have you had or did you have your feeding tube? 
Lengths of Time Number of Responses % 
Less than 6 months 11 17% 
Between 6 months and 1 
year 
11 17% 
Between 1 year and 3 years 24 37% 
More than 3 years 19 29% 
Total 65 100% 
 Recognizing that 66% of respondents have had their feeding tubes for at least 1 year and 
some more than 3 years, one can see that these medical devices are potentially a long-term 
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therapy which extends beyond the 4-week minimum time of use (Bosek & Whitney, 2013).  The 
longer that they are used, the more closely that research needs to be done to continue to assess 
this patient population.  Continuing benefits may be realized as well as challenges which may 
present themselves the longer that the feeding tubes are used.  As further research is done and 
more data is gathered regarding those individuals who will be using feeding tubes long-term and 
even indefinitely, this data can be used to help those who have just gotten their feeding tubes and 
those who may have had their feeding tubes for a few weeks or less than 6 months.   
 Question 11 in the survey asks participants to share how long they had anticipated having 
their feeding tube if they no longer have it or how long they anticipate having it if they currently 
have it. 
Figure 2  How long do you anticipate having this feeding tube if you still have it, or how 
long did you anticipate having it if you no longer have it?
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  The results for this question are significant in that most respondents feel that they will 
have their feeding tube indefinitely.  Given the sense that these patients may not know how long 
they will be dependent on these medical devices, uncertainty may give way to feelings of 
frustration in being a long-term patient and needing relatively constant medical supervision. 
Close supervision of these patients as well as their caregivers is essential to evaluate for 
appropriate coping skills and assessment of a variety of factors positively or negatively affecting 
quality of life (Trivedi, 2014). 
 The results of this particular question bring into question how this patient population 
seeks help and support given that many of these patients see themselves as having chronic 
medical issues which require feeding tubes indefinitely.  Furthermore, since this study was 
conducted using social media groups, one must ask if these social online groups provide 
sufficient support and improvement of mental health wellness.  Many of these people access 
these online groups in hopes of escaping their own personal isolation by connecting with others 
who may share similar circumstances.  The findings of this question can potentially inform and 
encourage further studies that assess how medical and nursing professions can access this group 
of people in order to provide them with the best and most supportive assistance and early 
intervention if necessary.   
 Once all of the demographic and background data have been gathered and analyzed, 
attention can be drawn to assessing the psychosocial and physical challenges as well as positive 
attitude in regards to coping and acceptance of these unique challenges for these patients.  This 
survey was constructed so that participants did not have to answer every question before moving 
on to the next item.  Therefore, not all questions have 66 responses.  The total number of 
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responses out of 66 total are indicated in this table.  In the survey, the following statement in 
Question 12 was presented to the respondents: 
“Patients with gastric and/or enteral feeding tubes may have concerns about those tubes. Many 
times, patients with these tubes experience various emotions.  What follows is a list of common 
thoughts, emotions, or experiences that many people have when they are using a feeding tube. 
After each item in the list below, please indicate whether or not you thought about that issue, 
emotion, or experience, and if so, how often you experienced it.” 
Table 7 
Feelings or 
Emotions 
Very rarely 
or never 
 
Sometimes 
(3-4 times a 
month) 
Very 
Frequently 
(4 times a 
week) 
Daily 
(every day) 
Total 
Responses 
Worried about 
how I look 
18 28 13 7 66 
Worried about 
being rejected 
27 19 13 7 66 
Thankful that 
the tube 
allowed me to 
get adequate 
nutrition 
3 8 24 30 65 
Frustrated 
because the 
tube made it 
hard to do the 
things I need 
to do
16 22 14 14 66 
Felt good 
about feeling 
better
9 18 21 17 65 
Interfered 
with my ability 
to enjoy my 
life
16 29 12 8 65 
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Felt isolated 
from family or 
friends
25 19 12 9 65 
Gave friend(s) 
and/or family 
member(s) an 
important way 
to participate 
in my care 
32 17 7 8 64 
Increased 
stress around 
holidays and 
special events 
if I was unable 
to eat the same 
foods served to 
everyone else 
10 24 16 16 66 
Stressed at 
work 
33 9 14 6 62 
Feeling 
ashamed or 
embarrassed 
21 31 7 7 66 
Felt 
productive 
and able to do 
daily tasks 
7 19 27 12 65 
Appreciation 
for being able 
to work at a 
job 
27 7 12 14 60 
Fear of the 
tube leaking 
while out in 
public 
14 18 15 19 66 
Fear of losing 
health 
insurance and 
not being able 
to pay for 
treatments or 
supplies 
16 16 13 18 63 
Feeling of 
satisfaction at 
watching 
11 19 21 12 63 
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myself learn to 
cope 
Uncomfortable 
with sexual 
intimacy or 
sexuality 
16 11 20 13 60 
Worried about 
health getting 
worse 
5 7 29 24 65 
Difficulty with 
sleep and 
fatigue 
5 5 21 34 65 
Fear that life 
may never feel 
normal 
7 6 20 33 66 
Worried about 
complications 
related to 
tube/tube 
feedings 
10 20 21 14 65 
Overwhelmed 
with managing 
personal 
health care 
including 
feeds, 
medications, 
and 
appointments 
10 21 17 18 66 
Restricted in 
terms of 
work/career 
choices 
15 9 13 26 63 
Increased 
energy and 
stamina 
during the day 
17 22 13 11 63 
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Other, please 
explain. 
7 0 0 3 10 
 
 Participants were able to use a free-text “other” box to share additional information 
regarding the feelings that they have experienced in relation to their tube feedings.  A sample of 
the responses that were shared follows:
“I do better on total parenteral nutrition (TPN) than tube feeds, but I miss the ease of tube feeds.”  
One respondent expressed the fear of the tube falling out or failing.  Also, another subject 
worried about support.  Finally, one respondent shared that he or she had developed anorexia 
nervosa.  The respondent did not share if they developed it as a result of tube feedings or as a 
coincidental occurrence while tube feedings were being implemented.   
 For this compilation of data, several key trends are noted.  First of all, a positive trend to 
notice is that 54 responses (83%) report feeling thankful on a frequent or daily basis that their 
feeding tube allowed them to have a source of nutrition.  It is important to remember that many 
of these patients rely on their feeding tube for a large percentage or for all of their nutritional 
intake and that eating is either impossible or can be an extremely uncomfortable and even painful 
experience.  These patients may find relief in using the feeding tube as to avoid having to fight 
their bodies to allow them to eat.  In addition, 56 (86%) responded that either sometimes, very 
frequently, or daily, they felt good about feeling better in terms of their health.  Again, this 
positive response is encouraging in terms of patients feeling that their feeding tubes can have a 
positive effect on their quality of life which is largely a subjective sentiment.  Even with this data 
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that these patients are able to enjoy their lives, many patients continue to struggle on a regular 
basis often times with energy and feeling that life may never regain a sense of normalcy.  In 
response to the question regarding how concerned respondents were that life may never return to 
normal, 53 responses (80%) reported that they experienced doubts very frequently or daily as to 
whether life would return to normal.  Along the same continuum, on a very frequent and daily 
basis, 53 respondents (82%) worried about their health situation getting worse.  With this 
relatively constant worry among some of these patients, QoL can certainly be affected 
negatively.  However, with early recognition of struggles in any particular patient, early 
intervention can be encouraged to help patients develop adequate coping skills.   
 While patients may generally worry about life not seeming normal again, there is 
encouraging data from this survey which shows that these patients can still maintain a positive 
body image.  In response to the question regarding patients worrying about their physical 
appearance, 46 respondents (70%) report worrying about their looks only sometimes, very rarely, 
or never.  Given that feeding tubes are visible medical devices, even if it is only seen by the 
patient themselves, it is reasonable to consider that these patients may suffer from poor body 
image.  However, this finding for this particular study is encouraging.  Additionally, in response 
to the question assessing if patients feel satisfaction in seeing themselves cope, 40 respondents 
(63%) report that sometimes and very frequently they find themselves able to cope and to live 
their lives.  Again, this finding shows that many of these patients are able to cope and to enjoy a 
relatively good QoL.  As the patients interact with those in their families and those in their 
environment, feelings of rejection may be felt by those with feeding tubes for a variety of 
reasons.  For this study, respondents were simply asked whether they worried about rejection in 
their lives.  In response, 46 participants (70%) reported that they very rarely, never, or only 
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sometimes felt that they worried about rejection.  Ideally, these patients would be able to interact 
with those around them without the fear of rejection.  Feelings of rejection are not confined to 
those with feeding tubes or anyone with physical challenges or disabilities.  Therefore, it is 
encouraging to see that some of the participants in this study are resilient and are not restricted 
by their feeding devices.   
 Another trend in this set of questions which deserves more careful consideration is the 
notion that these patients struggle with fatigue and loss of stamina in their daily lives.  First of 
all, 55 respondents (85%) acknowledged that on a very frequent and daily basis they struggled 
with lack of sleep and fatigue.  This piece of information is crucial to consider because these 
gastric and enteral feeding tubes are intended to improve the nutritional status of this patient 
population.  If these patients continue to suffer from fatigue, it is essential for interventions to be 
planned and implemented to ensure that these patients get the assistance that they need from 
either the medical or nursing staff or from another team member such as a dietician or 
nutritionist.  The nurse may need to serve as an advocate for ongoing laboratory tests including 
blood draws which may show evidence of or be able to rule out malnutrition or anemia.   
Additionally, if the blood draws are performed on a regular basis, trends in the results are more 
likely to be identified.  As these patients are struggling with fatigue and lack of stamina, they 
may struggle to maintain a job.  An interesting finding of this survey includes that 39 subjects 
(62%) reported that on a very frequent or daily basis, they feel limited in their choice of career in 
relation to having a feeding tube.  Given that the majority of respondents confirm that they 
struggle with fatigue and lack of stamina, many may feel that more physically-demanding jobs 
are not possible for them to have and to succeed in these positions.  Again, early intervention is 
key for these patients—if patients are encouraged and empowered to seek out jobs that they 
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desire but may not feel physically adequate for, perhaps a compromise can be reached by pursing 
a similar but less strenuous occupation.  Furthermore, 27 respondents (45%) responded that they 
very rarely or never felt appreciation for being able to work at a job.   These patients may not 
feel confident enough to work at a job, or they may not be able to perform the physical 
requirements of the job itself.  The reason that participants cite that prevents them from 
performing a job would be a useful question to investigate in future studies.  Careers and even 
volunteer opportunities have the potential to provide people with an outlet for their skills, 
creativity, and provide self-fulfillment and a sense of satisfaction in contributing to their 
environment and surrounding community. 
 For the following portion of this survey, the following statement was posed to the 
participants in Question 13— 
“During the time that you have had or had your tube, how much would the following resources 
have been helpful to you?  Also, please let us know how helpful each of these things was if it 
was actually done.  We have included a separate box at the end of this list if there is any more 
information that you would like to share with us.”   
           This portion of the study was created to assess which interventions have been helpful to 
individuals with feeding tubes and which interventions were not considered beneficial.  
Additionally, if these interventions were not performed for individual patients, the intention was 
to assess to what extent the intervention could have helped given that these patients may struggle 
with feeling well.  As with many of the previous questions, there was a free-text box in which 
participants could share any additional information that they felt was lacking for this study.  The 
results are posted below including how many of the 66 total participants actually answered each 
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item in this question.  A number of participants only answered the “yes” or “no” part, so a 
discrepancy may exist between the total number of participants as compared to the tally of 
results in the table. 
Table 8 
Was this 
intervention 
actually done? 
Yes If it was done, 
was it helpful 
to you?  
# of responses 
No If this 
intervention 
was not done, 
do you think 
it would have 
been helpful 
to you?  
# of responses
Total 
Responses 
Individual 
learning 
session with a 
nurse while 
you were in 
the hospital or 
at a later 
appointment 
soon after the 
tube was 
placed 
43 Not really 
helpful- 0 
 
Moderately 
helpful-16 
 
Extremely 
helpful-24 
 
I don’t know-
20 
21 Not really 
helpful- 1 
 
Moderately 
helpful-5 
 
Extremely 
helpful-16 
 
I don’t 
know- 4 
64 
Follow-up 
teaching 
session and 
visit with a 
home health 
care nurse to 
check in on 
you once you 
are home 
35 Not really 
helpful- 5 
 
Moderately 
helpful-15 
 
Extremely 
helpful-12 
 
I don’t know-
3 
30 Not really 
helpful- 4 
 
Moderately 
helpful-9 
 
Extremely 
helpful-16 
 
I don’t 
know-0 
65 
Any chance to 
talk with a 
nurse about 
emotionally 
coping with 
having a 
feeding tube 
11 Not really 
helpful- 4 
 
Moderately 
helpful-1 
 
54 Not really 
helpful- 7 
 
Moderately 
helpful-12 
 
65 
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Extremely 
helpful-6 
 
I don’t know-
3 
Extremely 
helpful-24 
 
I don’t 
know-4 
Information 
about a local 
support group 
5 Not really 
helpful- 1 
 
Moderately 
helpful-0 
 
Extremely 
helpful-3 
 
I don’t know-
3 
59 Not really 
helpful- 3 
 
Moderatel4 
helpful-18 
 
Extremely 
helpful-26 
 
I don’t 
know-1 
64 
A phone 
number for a 
free nurse 
advice line for 
use during 
after-hours of 
clinics 
26 Not really 
helpful- 3 
 
Moderately 
helpful-9 
 
Extremely 
helpful-12 
 
I don’t know-
1 
39 Not really 
helpful- 0 
 
Moderately 
helpful-12 
 
Extremely 
helpful-18 
 
I don’t 
know-4 
65 
Information 
about stress 
reduction or 
health 
promotion 
7 Not really 
helpful- 5 
 
Moderately 
helpful-1 
 
Extremely 
helpful-2 
 
I don’t know-
3 
57 Not really 
helpful- 8 
 
Moderately 
helpful-18 
 
Extremely 
helpful-15 
 
I don’t 
know-6 
64 
A meeting 
with a 
nutritionist to 
be sure 
nutritional 
needs are 
being met 
43 Not really 
helpful- 7 
 
Moderately 
helpful-9 
 
Extremely 
helpful-15 
22 Not really 
helpful- 3 
 
Moderatel4 
helpful-6 
 
Extremely 
helpful-14 
65 
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I don’t know-
3 
 
I don’t 
know-6 
Education 
sessions that 
focus on 
helping people 
with feeding 
tubes develop 
effective 
coping skills 
5 Not really 
helpful- 1 
 
Moderately 
helpful-1 
 
Extremely 
helpful-2 
 
I don’t know-
3 
59 Not really 
helpful- 8 
 
Moderately 
helpful-20 
 
Extremely 
helpful-18 
 
I don’t 
know-4 
64 
A group 
meeting with 
family and 
friends so that 
they may see 
how they can 
participate in 
your care 
5 Not really 
helpful- 2 
 
Moderately 
helpful-1 
 
Extremely 
helpful-2 
 
I don’t know-
6 
60 Not really 
helpful-11 
 
Moderatelyl5 
helpful-15 
 
Extremely 
helpful-15 
 
I don’t 
know-6 
65 
Other, please 
explain. 
1  1  2 
 As noted previously, participants were given the opportunity to provide a response in the 
“other” box if they would like to share some information which was not assessed with the 
questions they were provided.  Following are the responses provided—
“I wanted to begin a support group in my area but was not sure how to go about it with HIPAA.” 
Another respondent replied, “Once the tube was placed and they showed us how to do a feeding, 
we were pushed aside and left to feel like nobody cared.”  Another participant, a nurse herself, 
shared the following-- “Because I am a nurse I feel like education after insertion was "shorted," 
but a tube is different when it is mine versus a nursing home patient. More education about what 
is available at home would have been very helpful as well as a wound nurse to help with the skin 
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care after from home where I don't have things readily available as I do with patients where I 
work.”  These responses indicate that, in general, nurses can improve their assessment skills in 
order to determine which interventions could be implemented for each individual person given 
that each person’s perspective is unique to their medical needs, their coping skills, and ability to 
maintain a positive attitude.   
 The final questions of the survey post open-ended questions in order to allow participants 
to use their own words to answer the questions.  These questions were created in order to assess 
what nurses in particular can do to help to care for this patient population.  Once these 
suggestions are compiled, it is our intention to be able to make recommendations to nurses in 
regards to how these patients can be well-cared for.  The first question, Question 16, and 
responses follow: 
 “Please share your personal thoughts in regards to each of the following questions. 
When planning for your care, what is one thing that the nurses did or should have done to meet 
your needs better?”   
 The responses given follow.  There were 55 total responses out of the 66 total 
respondents.  For this section, responses were not clear if the intervention had actually been 
performed.  In future studies, respondents would be asked to make the distinction.  All responses 
reflect direct quotes from the participants who shared this information for this study. 
Several respondents praised their nurses for the excellent care that was provided for them. 
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Table 9 
When planning for your care, what is one thing that the nurses did or should have done to meet 
your needs better? 
“My nurses were awesome.” 
 
 
 “Step-by-step instructions were provided by my home health care nurse.” 
 
“My nurses actually talked to me about the tube, what to expect, what to do if it malfunctions, how to 
identify possible infection, and who to contact about feed rates.” 
 
“Everything was done that needed to be done.” 
 
  Despite some positive experiences, the majority of respondents shared other concerns 
regarding their nursing care.  The participants’ responses reflected a few themes which were 
echoed by other participants.  They include difficulties with the feeding tube equipment such as 
the feeding tube itself or the equipment required to do feeds, teaching and education regarding 
the feeding tube and required equipment, potential complications such as nausea, tube leakage, 
granulation tissue, and infection, interventions which the patient would be able to perform at 
home, and mental health resources including local, national, and online support groups.  Again, 
all responses reflect direct quotes from study participants. 
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Table 9 continued 
When planning for your care, what is one thing that the nurses did or should have done 
to meet your needs better? 
 
“I wish that my nurses had allowed me to ask questions that were specific to my care.” 
 
“I wish that someone had talked to me about emotional/social issues of being a young person 
with a feeding tube.  I felt very alone and sad after getting my first tube.  It was a lot to adjust 
to physically and emotionally.  I also would have loved some resources and support regarding 
issues being a student or in the work force when feeding tube-dependent.” 
 
“I wish that someone would have taught me how to use the tube after I got it and explained 
potential problems and their solutions.” 
 
 “I wish the nurses spent more time teaching me how to use the pump.  I had a quick tutorial 
but got home and realized I had basically no idea how to do my feeds.  It was so 
overwhelming!” 
 
“It would have been nice if they took the time to listen to me when I told them feeds were 
making me sick.  Then they would have noticed I needed a different formula much sooner.” 
 
“I wish that my nurses were better educated about feeding tubes in general.  My nurses and 
doctors did not realize they had my feedings hooked up to my G port rather than my J port.  It 
took a friend seeing a picture of my hookup to find out they had my tubes hooked up 
incorrectly.” 
“Ask if the patient would prefer to administer flushes, meds, and hooking the tube up to do 
feeds.  So many nurses are in a hurry.  It can be painful and nauseating.” 
 
”Including patients or families in the care process can help to empower patients to embrace 
their skills and to encourage independence in regards to their health care.” 
 
“My nurses should have believed in post-op pain, and they did not seem to know much about 
the tubes themselves.  Also, they ran feeds too fast causing vomiting immediately after 
surgery, despite patient complaints of nausea.” 
 
“I wish they would have told me more about infections, granulation tissue, and barrier 
creams.” 
 
“I struggle a lot with persistent granulation tissue, and no one even warned me about that.  I 
also would have appreciated advice on how to manage my symptoms.  The feeding tube did 
not cure my unrelenting nausea and bloating, but everyone in the hospital acted as if I would 
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feel fine.  No one even told me that a portable pump was an option, and I had to figure that all 
out myself.  I was stuck in my room for over 15 hours a day.” 
 
“It would have been helpful if I was given information about online support groups.  I have 
since found great support pages online.” 
 
“I wish that my nurse had made me aware of mental health resources for people in a similar 
situation.” 
 
 Even though many of these patients had positive experiences with their nurses and health 
care providers, many were able to share ways in which nurses can provide improved and more 
patient-centered care.  Each patient will need to be assessed individually according to their 
learning needs and health care needs as well in order for teaching and patient education to be 
effective and impactful.  Patient care plans must be individualized for each patient and their 
family.  Nurses are key individuals in the healthcare team, especially in regards to patient 
teaching and including families in the care of the patient.  The data from this particular question 
reveals that many nurses need to continue to assess this patient population in regards of their 
psychosocial and mental health, especially with coping skills.  Additionally, nurses will need to 
request further training from their employers if they lack the knowledge that is necessary to care 
for patients with feeding tubes.  Since ongoing and accurate patient education is a cornerstone of 
excellent nursing care, these requests to employers are not unreasonable.  If nurses do not 
demand this additional teaching and education, they will not be able to provide optimal patient-
centered care.  Consults by wound care and ostomy nurses may prove valuable given that they 
are experts in caring for patients facing similar challenges.  Many patients expressed concerns 
regarding complications such as nausea, vomiting, and tube infections which arose once they 
were discharged from the hospital.  These situations could potentially lead to dehydration or 
serious infections.  If patients are not educated regarding which signs and symptoms are 
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expected and which are abnormal or serious, patients may wait to seek assistance which could 
result in the significantly compromised health status of these patients who may also suffer from 
co-morbidities and health challenges.   
Question 17 which addresses compassionate nursing care follows.  
In terms of responses, many of the same responses were given to the previous question.  
Therefore, the following responses will reflect the variety of responses that was received.  For 
this question, the respondents did not always differentiate if the intervention was performed or if 
they wished it had been performed.  In future studies, participants would be specifically asked if 
the intervention was performed or if they wished it had been performed.  A total of 54 people 
responded to this question.  Question 17 was posed as follows. 
“What is one thing that your nurse could have done, should have done, or actually did to care for 
you in a more compassionate way?” 
Many of the participants shared positive experiences that they had with their nurses.  Again, all 
responses reflect direct quotes from the respondents of the survey. 
Table 10 
What is one thing that your nurse could have done, should have done, or actually did to 
care for you in a more compassionate way? 
 
“I was pleased with their compassion.” 
 
“I was able to call with any questions or concerns.” 
“They provided encouragement.” 
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“One nurse I had really got invested and wrote down things for us to help us on things we 
were unsure about!” 
 
“Nurses were adequate in their training.” 
“They were great!” 
“My nurse showed empathy for me being unable to eat.” 
“They gave me a hug.” 
“The nurse manager had me demonstrate to new nurses how I did my medications so they 
could see what was most comfortable for a patient.” 
“My nurse was very matter-of-fact and patient, and I appreciated that.” 
 
“All of my nurses were very thorough and nice.” 
“I really liked that my infusion nurse recognized my learning style/personal preferences and 
adjusted teaching sessions to better meet my needs.  Continuing to follow me during inpatient 
stays and the personal attention makes me feel more confident in my personal abilities to care 
for my tubes and makes me feel cared for as a person.” 
 
  Many of the respondents were able to offer some advice for nurses in regards to how they 
could provide better care.  Many of these responses were similar to those in the previous 
question, #16.  The ongoing themes include need for empathy, continual patient education and 
the opportunity to ask questions, pain control, empathy, need for support groups, and general 
patient safety issues.  All responses are direct quotes from survey respondents. 
Table 10 continued 
What is one thing that your nurse could have done, should have done, or actually did to 
care for you in a more compassionate way? 
 
“My nurse could have talked to me about my fears and helped me to see the positives of my 
tube.”   
NURSING ASSESSMENT OF PATIENTS REQUIRING ENTERAL AND GASTRIC 
FEEDING TUBES: AN EXPLORATORY APPROACH                                                            55  

 
“I’ve been inpatient multiple times since getting my tube, and I’m always shocked that so few 
nurses will listen about how I care for my tube and what should be done.  I use and deal with 
this much more frequently than they do, and I know what works and what doesn’t.” 
 
“Stop treating tubes as inherently negative and something I should want out ASAP.” 
 
“Get to know the patient and listen to the patient because they know their body the best!” 
 
“Don’t treat me like it is all in my head and thinking I want to be here.  This was not a life 
choice or something that I did for attention.” 
“Administer pain meds on time—they did not order meds until they were due, and it took over 
an hour for meds to arrive and to be administered.” 
“Take the pain more seriously after placement.  It hurts like crazy!” 
“It would have been nice if they withheld their own opinions on pain care and advocated more 
for me to get the pain meds that I needed after surgery.” 
    “They could have given more information instead of asking if we had questions.  Maybe I 
should have done more research beforehand; I just felt completely overwhelmed by the whole 
situation.” 
 
“I would have liked to be asked about how the tube site was feeling while I was in the hospital 
post-placement.” 
 
I have had nurses cut feeding tubes by accident.  No scissors near any tube or line!” 
 
 Many of these responses continue with the themes of continual patient education which 
should be reinforced during the entirety of any hospital admission or any clinic appointments.  
Respondents who shared their feelings expressed that they wished that nurses and other staff 
would simply listen to their concerns and address them in a timely manner.  Each time that a 
nurse enters the patient’s room or assesses them during an outpatient visit, an opportunity exists 
to assess and intervene for that patient when necessary.  Therapeutic communication, patient 
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education and teaching, and medication administration are all within the nurse’s scope of 
practice.  While ordering pain medications is not within the scope of practice of nurses, they can 
advocate for the patients in order to get effective pain medications to the patient in a timely 
manner.  Once nurses are better able to asses this population and to anticipate their needs and 
concerns, nursing care will improve, and these patients will experience more positive short-term 
and long-term outcomes.  
 For the final open-ended question in this part of the survey, Question 18, participants 
were asked the following--  
“What is one thing that you would like to tell your family and friends that could help them better 
understand what it is like or what it was like to have a feeding tube?”  A total of 56 respondents 
provided feedback.  All responses are direct quotes from respondents. 
Several participants praised their families and the support system that they had. 
Table 11 
“What is one thing that you would like to tell your family and friends that could help 
them better understand what it is like or what it was like to have a feeding tube?”   
“My family is very supportive!” 
 
“My tube is an awesome tool to keep me healthy!” 
 
 
  “My friends and family have been very understanding.  I wouldn’t change anything.” 
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“I don’t hate being around food, but I can’t eat it.  The feeding tube keeps me alive, and I’m 
happy having it solely for that reason.” 
 
“It can be frustrating or embarrassing at times, but it’s another way to get nutrition when you 
can’t eat on your own.” 
 
 
 Despite many positive experiences with family, other participants expressed some 
frustration with their family members and friends regarding their feeding tubes and eating.  
Overall, many of the respondents talked about the struggle with not being able to eat whether 
they thought it would be a temporary restriction or lifelong.  Many expressed anger or profound 
sadness in not being able to express to their family and friends how they felt.  Nurses may be 
able to include family and friends in teaching sessions as needed so that these family members 
can have a role in the patient’s care helping the patient to feel less of a burden and more as just a 
loved one needing assistance.  Additionally, many of the responses centered on the difficulties 
involved with not being able to eat normally or not being able to enjoy the same foods as those 
around them and how difficult that can be given that food is a constant presence in life.   
Table 11 continued 
“What is one thing that you would like to tell your family and friends that could help 
them better understand what it is like or what it was like to have a feeding tube?”   
“I would tell my family that it is not my fault that I have a feeding tube and that I don’t have it 
for attention.  I need it for nutrition.” 
  
“It’s an incredibly difficult thing to feel marginalized.  Commenting on my weight and what I 
can and cannot eat brings unwanted attention.” 
 
 
  “It’s not fun. It’s not for attention.  You can treat me the same.” 
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“I ate orally for 25 years.  It is hard not doing something that comes so naturally.” 
 
 “I did not choose this disease or choose to have a non-functioning stomach.” 
 
 
“I feel very self-conscious with the tube when I go out in public hooked up to the feedings.” 
 
“Just because I have “extra parts” doesn’t mean I am different from the person I was before I 
got my tubes.” 
 
 
“Let me explain how emotionally difficult this truly is, and quit blaming me for what 
happened.” 
 
 
 “Sometimes the tube just does not feel right, and sometimes I am just not ok.” 
 
“Be patient and understanding to the emotional toll it takes on you.” 
 
“Stop constantly talking about food.  There is more to life than meals.” 
 
“Having a feeding tube is just a small part of who I am.  Eating is for fuel, but it is also social 
and can be extremely isolating to live life “outside” the eating society.” 
 
“I wish I could tell my family that it hurts to not be invited to events just because I can’t eat.  
Spending holidays alone is not very fun.” 
 
“Understand how hard it is being around food.” 
 
    “I would like them to understand that it is not a fix and often I feel sick or low energy even 
when doing my tube feeds.   I’m still not able to get enough calories to do even everyday 
tasks.” 
 
“Feeding tubes are messy and painful.  Watching you eat is still hard for me so if at big family 
dinners I would rather busy myself doing something else while you eat, don’t make me feel 
guilty for not wanting to sit and be with everyone.” 
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  And finally, a participant shared these thoughts-- “I’m still me.  Don’t treat me like I am 
dying or contagious.  Be there, love me, hug me, make me laugh, and listen to my tears and 
anger.”  Just as any other patient would like to be treated with compassion and empathy, patients 
with feeding tubes need the same attention and thoughtful care from their family members and 
friends.  These patients are deserving of individualized and patient-centered care which focuses 
on their desires and medical needs.  Again, nurses are in a key position to listen to and to create 
custom care plans which focus on and address the needs which are most important as determined 
by the healthcare team and each patient and to educate and incorporate family members in the 
patient’s care.  If family members are not actively included in teaching by the nurses, the family 
members may feel as if they are intruding on the patient’s care and as if they are not able to serve 
any role in their loved one’s care.  Once family members are actively recruited to help to care for 
the patient, especially if they will be needing continual care in the home setting, patients will feel 
more well-cared for and as if their physical and emotional needs are being met. 
 This final Question 19 identifies some common reasons why people with feeding tubes 
do not request physical assistance or emotional support when they are struggling with the feeding 
tube.  Participants are asked the following:  
“If you struggled with having a tube in place and did not reach out for help, from the list below, 
please indicate your reasons for this.  Please choose all that apply.  There is also a blank 
comment box at the bottom for any other thoughts you would like to share with us.”   
A total of 58 participants provided an answer for this question, and a total of 268 responses were 
given because this was a select all that apply question. 
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Table 12 
Answer # of responses % of responses out 
of 58 total responses 
Fear of appearing 
ignorant 
9 16% 
Lack of family 
support 
15 26% 
Prefer not talking 
about it 
18 31% 
Don’t know who to 
ask 
27 47% 
Fear of not getting 
answers 
22 38% 
Lack of money 
and/or no health 
insurance 
11 19% 
Prefer to avoid 
doctors and 
appointments 
17 29% 
Embarrassed 23 40% 
Don’t think the 
doctor or health 
care provider will 
be able to help 
32 55% 
Felt too dependent 19 33% 
Needed to feel as if I 
could handle it on 
my own 
30 52% 
Didn’t believe other 
people would want 
to help 
15 26% 
Don’t like talking to 
other people about 
my feelings 
18 31% 
Other 12 21% 
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For the responses provided in the “other” free-text box, respondents shared the following 
sentiments. 
Two participants shared that they did not experience any unwanted feelings and felt an overall 
satisfaction and did not feel the need to seek additional help.   
One shared, “I've always been thankful for having the benefits of my tube. I've never felt 
embarrassed or ashamed. I've had great support from my husband and family in general. I also 
have several cyber support groups for others like me and that is so helpful to be a part of.”
Another said, “Therapy with a psychologist, best thing ever.”
Other participants shared the following sentiments-- 
“People often don't work to my standards, which are fairly high when it comes to medical 
procedures. My medical condition is also extremely difficult for people to understand.”  
“I've tried to reach out. Everyone tells me everything is fine and that I'm worried over nothing.” 
“I haven’t been helped in the past, so didn't expect help in the present.”  
Given the overall responses to this final part of the survey, one can see that early interventions 
for the patient must be implemented.  If patients need to have a feeding tube but then are not 
supported in terms of their physical or mental well-being, the patient’s health may decline 
especially if they are not willing to or do not know who to turn to for help.  This situation is 
problematic given that many of these patients expect to have their tubes indefinitely or have 
chronic health conditions which may be lifelong.  Since some of these patients may hesitate to 
seek help whether for physical or mental wellbeing, early intervention needs to happen.  Nurses 
are in a key role to facilitate these conversations which may assist a patient early on in their 
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treatment when it involves a feeding tube.  In this survey question, 55% of the respondents did 
not seek help because they felt like their doctor or health care provider would not be able to help 
them.  Participants reported that their health care is managed by multiple providers, and often 
times, they are unsure of which provider will be best able to assist them.  In their confusion and 
frustration, they fail to seek assistance.  Also, many of these providers may not communicate 
with one another, so a cohesive care plan is non-existent, and these patients feel lost in a 
complex medical system.  Given that more than half of respondents felt that their healthcare 
provider would not be able to help them shows why so many of these patients seek help through 
online support groups such as the ones in which this survey was posted.  Respondents expressed 
that they felt their online acquaintances understood how they were feeling and validated many of 
their symptoms and feelings regarding having a feeding tube whether or not the feelings were 
positive or negative.  Additionally, 52% felt that they needed to maintain their autonomy and 
handle their health issues and not have to ask for help.  Given that these patients may see a nurse 
during a hospitalization for the original tube surgery, at regular clinic appointments, or during 
home visits from a home health nurse, nurses are in a key position to assess these patients and to 
link them to the necessary resources such as a social worker or a financial counselor.  For the 
response which questioned if the participants had a support system within the heath care field, 
47% of the respondents indicated that they hesitated to seek help because they did not know who 
to ask for assistance.  Nurses will be able to assess these patients and connect them to other 
professionals such as social workers, home health nurses, psychologists, nutritionists, and 
dieticians.  In addition, nurses will be able to advocate for the patient to the provider if the 
patient is struggling with their physical or mental well-being.  Many patients may have little or 
no experience with navigating the medical system in a large hospital or a smaller community 
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hospital.  Having a nurse who can be a go-to person may help to alleviate the stress and anxiety 
that these patients and their families experience.   
          Another noteworthy finding is that 40% of the respondents cited embarrassment as a 
reason not to seek help.  Nurses are also in a key position to approach this issue and to assist 
patients in coping.  Given that eating is a physiologically-necessary aspect of life, nurses can 
help to normalize having a feeding tube by just showing the patient that it is simply another way 
of getting the necessary nutrition.  Taking the attitude that everyone needs to eat and that these 
patients with feeding tubes are just eating in a unique way helps to normalize tube feedings as 
simply a way of life.  Also, for a nurse simply to ask a patient what is important to them can also 
be a starting point to open the conversation regarding worries and possible deficits in coping 
skills regarding this drastic life change.  
Implications for Future Practice 
 
           This survey was created with the goal of documenting the various emotions that patients 
with gastric and enteral feeding tubes experience during the time that they currently have or did 
have if they no longer have the tube.  Patients shared that they have had overwhelmingly 
positive experiences while others shared that they have struggled with the physical and 
emotional aspects of having one of these tubes.  Once nurses are able to read these findings 
which highlight specific problem areas such as poor body image, chronic mental and physical 
fatigue, and feelings of isolation, nurses will feel better prepared to implement these patient-
recommended interventions into their personal practice.  As a result, patients will hopefully feel 
as if their physical needs are being met in regards to nutritional status as well as feeling 
emotionally-able to learn and to use coping mechanisms successfully.   
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 Future hopes and plans for the information gathered in this society will serve as a guide 
to helping nurses to assist this specific patient population.  Patient-centered care is essential and 
the cornerstone of exceptional patient care.  With further, in-depth research, guidelines could be 
developed to create a checklist embedded within the online charting system such as EPIC at 
UNC Hospitals which would guide nurses in assessing and intervening with this specific patient 
population in the early stages of their treatment, ideally right before and immediately after they 
get a feeding tube.  Additionally, publication in a nursing journal is being considered as studies 
which evaluate this same patient data within this patient population with feeding tubes is 
currently not available in the written literature.   
Limitations 
 There are distinct limitations of this effort.  This study is considered a pilot study as this 
same information is currently not available in the literature from a similar study.  Therefore, the 
need to examine the results carefully is essential.  Once the results of the 66 respondents was 
analyzed, several key findings can help to create a second survey which is more accessible and 
hopefully more applicable to this patient population.  First of all, 92% of the respondents were 
female with the majority (62%) of respondents being from 28-45 years old.  Therefore, one must 
question why the results of these questions showed such a skewed result and did not get returned 
surveys from a more diverse population.  One can speculate that since this study was being 
conducted with social media as the main source of information, one must question why more 
young adult and middle-aged Caucasian women (94% of the respondents) were more likely to 
answer and submit this survey even though the actual gender make-up of these online groups 
was approximately 26% men and 74% women.  Perhaps online social media is more accessible 
to this age and racial group.  In order for these results to be generalized, future studies will need 
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to recruit more minority respondents as well as participants who are in their early 20s and those 
who are older than 45 years old.  In retrospect, it would have been helpful in this survey to ask 
participants what they thought the racial make-up of the patient with feeding tubes population to 
be.  Then the question could be posed as to how these respondents knew these other patients, 
especially if the other patients were ethnic or racial minorities.  Then these groups of patients 
could be sought out and evaluated in order to assess how they were feeling and adjusting to their 
feeding tubes.  
 In addition, to further investigation of why people of certain ages or races seem more 
likely to take this survey, asking about the respondent’s salary could be helpful in addition to 
asking if the respondent has health insurance and if it is sufficient.  Additionally, an unexpected 
finding of this survey was that 42% of the 65 patients who responded to the question regarding 
employment shared that they were on disability.  Since nearly half of the respondents replied 
that they were on disability, further questioning needs to take place in order to assess why.  
Given that many participants shared that chronic fatigue and pain hinder their daily activities, the 
inability to work, especially at a physically-taxing job, is understandable.  However, a job, 
whether part-time or full-time, or even volunteerism may help to provide an individual with a 
sense of purpose in their life and as an outlet for their creativity.  A job is not necessarily the 
only defining characteristic of a person, but it can provide purpose and stability, especially 
financial.  
 Since the vast majority of the 66 respondents (92%) currently had their feeding tube, this 
survey provides an accurate assessment of these feelings that these patients experience given that 
they are currently experiencing these feelings.  Patients’ feelings of acceptance of their tubes can 
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wax and wane, but it is still important to acknowledge that these patients need to be heard and 
listened to.  Another result of this study which deserves recognition is that 56 out of 65 
respondents (86%) stated that they do not have a clear idea of when they will be able to live 
without a feeding tube.  This piece of information is significant because it demonstrates that 
many of these patients feel as if they are in limbo with no clear idea of when they will be able to 
survive without one of these devices.  In future studies, participants should be asked what their 
attitude is to potentially having the tube indefinitely.  Participants also should be asked if 
potentially having the tube long-term is acceptable or unacceptable to them.  Since many 
participants reported feeling support and cared for by family and friends, having a feeding tube 
indefinitely may be acceptable while other see that having one indefinitely is not compatible 
with increased and enriched QoL.   
 Additionally, after the post was made in the social media group, several parents posted 
responses asking if they could fill out the survey on behalf their child or if the researchers 
wanted the perspective of the parent or caregiver.  These posts were responded to by inviting 
them to participate in the study on behalf of their child given that each question did not have a 
forced response meaning that participants were able to skip over questions and complete the 
survey without penalty.  Future studies could be targeted towards younger children and how 
feeding tubes may affect them in terms of their growth and development as well as their mental 
wellbeing and coping skills.  Additionally, in order to assess the wellbeing and functioning 
capabilities of the caregivers of these patients, additional questions should be posed to assess the 
QoL of the caregivers as well as those of the patients themselves.  Since many of these patients 
can be dependent on family members or friends, assessment of the physical and mental 
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wellbeing of these caregivers is essential.  Increased stress and caregiver burnout with no 
financial support or reimbursement are real risks to decreased QoL and should be assessed as 
such. 
Discussion 
 The results of this study support further investigation into the effects of feeding tubes on 
patients that have them as well as the feelings and effects on their families.  This initial pilot 
study has shown that many patients currently feel appreciation for having a way to get nutrition 
while others struggle with an injured body image and lack of self-confidence.   We, as a social 
and engaging population, treat food as an integral aspect of daily life and of celebrations.  Food 
and the enjoyment of it is engrained in every aspect of our lives, savored in times of happiness 
and comforting in times of grief.  It is simply not an aspect of life that can be separated and 
looked at in a completely objective manner.
 As nurses and other medical professionals work with and assist this patient population, 
we must be prepared to ask these patients questions to assess how they are doing with their 
treatment and how well their expected treatment will follow.  The final three questions of this 
study ask in an open-ended format how nurses can better assist these patients and to care for 
them more compassionately as well as how family members can better understand what life is 
like with a feeding tube.  Given the varying answers and revealing quotes and revelations 
supplied by these patients, this report will help to provide a blueprint to guide future policies and 
procedures for nurses caring for these patients.   
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Conclusion 
 A complete assessment of patients is essential to provide safe and effective patient-
centered care in terms of helping those patients with feeding tubes.  Patients and their families 
must be asked what their own personal goals are in terms of treatment and in feeling well and 
how nurses can help them to achieve these goals.  The diagnoses necessitating feeding tubes will 
vary from patient to patient.  Also, patients will suffer from these disorders which exist on a 
spectrum with some patients having severe cases while other having more mild cases.  Patients 
who currently feel that they are being well-cared for and are happy with treatment should 
continue to be followed and assessed for any regression with progress.  Additionally, those 
patients who report feeling overwhelmed and isolated will most certainly benefit from 
counseling and advocacy from a nurse or offer mental health support. This nurse or any other 
health care professional can help patients to develop coping skills while also counseling the 
patient on how to troubleshoot mechanical problems with their tube.  The more specific that the 
teaching sessions are and the more tailored the information is to each individual patient, the 
more favorable the outcome will be for the patient and their family. 
Acknowledgments 
 The researcher would like to thank her faculty advisors, Ms. Suja Davis, MSN, RN and 
Dr. Theresa Raphael-Grimm, PhD, CNS for their constant guidance and support throughout this 
entire process from the conception of the idea for this study through multiple edits and the final 
report.  The researcher would also like to thank all of the participants of this survey who freely 
shared their thoughts and feelings and have provided the information for this effort with the goal 
of improving the treatment of patients with feeding tubes. 
 
NURSING ASSESSMENT OF PATIENTS REQUIRING ENTERAL AND GASTRIC 
FEEDING TUBES: AN EXPLORATORY APPROACH                                                            69  

References 
About the Placement of Your Percutaneous Endoscopic Gastrostomy (PEG) or Jejunostomy 
           (PEJ) for Feeding. (2014).  Memorial Sloan Kettering Cancer Center.  Retrieved 

March 23, 2015, from 
            http://www.mskcc.org/cancer-care/patient-education/resources/patient-guide- 
            percutaneous-endoscopic-gastrostomy-peg-jejunostomy-pej-placement 
 
Americans with Disabilities Act 1990, Amended.  Chapter 126-Equal Opportunity for  
 Individuals with Disabilities.  Retrieved from  (http://www.ada.gov/pubs/adastat
 ute08.htm#12102 
Bannerman, E., Pendlebury, J., & Ghosh, S. (2000).  A cross-sectional and longitudinal study of  
 health-related quality of life after percutaneous gastrostomy.  European Journal of 
 Gastroenterology and Hepatology.12(10), 1101-1109.  Retrieved from  
            http://www.ncbi.nlm.nih.gov/pubmed/?otool=uncchlib&term=A%20cross- 
Bjurester, K., Larsson, M., & Athlin, E. (2011).  Struggling in an inescapable life situation: 
 Being a close relative of a person dependent on home enteral feeding.  Journal of 
 Clinical Nursing, 21, 1051-1059.  doi: 10.1111/j.1365-2702.2010.03596.x 
 
 
 
NURSING ASSESSMENT OF PATIENTS REQUIRING ENTERAL AND GASTRIC 
FEEDING TUBES: AN EXPLORATORY APPROACH                                                            70  

Bjurester, K., Larsson, M., Nordstrm, G., & Athlin, E. (2008).  Cooperation in the care for 
 patients with home enteral tube feeding throughout the care trajectory: nurses’  
 perspectives.  Journal of Clinical Nursing, 17, 3021-3029.  doi: 10.1111/j.1365-
 2702.2007.02181.x 
Blumenstein, I., Shastri, Y., & Stein, J. (2014).  Gastroenteric tube feeding: Techniques,  
 problems, and solutions.  World Journal of Gastroenterology, 20(26), 8505-8524. 
 doi: 10.3748/wjg.v20.i26.8505 
Bosek, M. S. D., & Whitney, S. L. (2013).  Looking good or good nutrition?  Rapid weight loss  
 through enteral feedings: Ethical and clinical considerations.  JONA’S Healthcare Law,
 Ethics, and Regulation, 15(1), 44-50.  doi: 10.1097/NHL.0b013e31828817b4  
Brotherton, A. M., & Judd, P. A. (2007).  Quality of life in adult enteral tube feeding patients.  
 Journal of Human Nutrition and Dietetics, 20(6), 513-522.  doi: 10.1111/j.1365-
 277X.2007.00827.x   
Colbrunn, R., van den Bogert, A., Mino, J., Montiero, R., & Stallion, A. (2013).  Mechanical 
 Evaluation of balloon-type gastrostomy tubes. Journal of Long-time Effective 
 Medical Implants, 23(17), 21-37.  Retrieved from 
             http://www.ncbi.nlm.nih.gov/pubmed/24266442 
NURSING ASSESSMENT OF PATIENTS REQUIRING ENTERAL AND GASTRIC 
FEEDING TUBES: AN EXPLORATORY APPROACH                                                            71  

Epocrates Medical Resources (Version 14.12.2) [Mobile application software]. Retrieved from 
 http://itunes.apple.com). 
Findlay, S., Toews, H., & Grant, C. (2011).  Use of gastrostomy tubes in children and  
 adolescents with eating disorders and related illnesses.  Journal of Adolescent Health 
 and Medicine, 48, 625-629.  doi: 10.1016/j.jadohealth.2010.09.019   
Gastrostomy or Gastro-jejunum Tube: Syringe Feeding. (2014).  University of Minnesota 

Masonic Children’s Hospital.  Retrieved March 3, 2015, from 
 
            http://www.uofmchildrenshospital.org/healthlibrary/Article/89301 
 
Healthcare Cost and Utilization Project. (2012).  Outcomes for CCS principal procedure 
 Category: Enteral and Parenteral Nutrition.  Retrieved from 
             http://hcupnet.ahrq.gov/HCUPnet.jsp?Id=1C62B4509737617C&Form=  
             DispTab&JS=Y&Action=%3E%3ENext%3E%3E&GoTo=MAINSEL 
Healthcare Cost and Utilization Project. (2012).  Outcomes for CCS principal procedure 
 Category: Gastrostomy, temporary and permanent.  Retrieved from 
  http://hcupnet.ahrq.gov/HCUPnet.jsp?Id=958ABF0D1F20A2B3&Form  
           =SelCROSSTAB&JS=Y&Action=%3E%3ENext%3E%3E&_Oneway=Yes 
 
NURSING ASSESSMENT OF PATIENTS REQUIRING ENTERAL AND GASTRIC 
FEEDING TUBES: AN EXPLORATORY APPROACH                                                            72  

Komiya, K., Ishii, H., Teramoto, S., Yasuda, T., Sato, S., Yamamoto, H., Kimura, H.,  
 Takahashi, O., Hiramatsu, K., & Kadota, J. (2012).  Medical professionals’ 
 attitudes toward tube feeding for themselves or their family: A multicenter survey 
 in Japan.  Journal of Palliative Medicine, 15(5), 561-566.  doi: 10.1089/jpm.2011.0496 
Lucendo, A. & Friginal-Ruiz, A. (2014).  Percutaneous endoscopic gastrostomy: An update on  
 its indications, management, complications, and care.  Revista Espanola de  
 Enfermedades Digestivas, 106(8), 529-539.  Retrieved from           
            http://www.ncbi.nlm.nih.gov/pubmed/?term=Percutaneous+ 
           endoscopic+gastrostomy%3A+An+update+on++ 
           %09its+indications%2C+management%2C+complications%2C+and+care 
Our Life with K (2013).  Retrieved March 21, 2015, from 
            https://ourlifewithk.wordpress.com/tag/g-tube/ 
Padilla, G., & Grant, M. (1985).  Psychosocial aspects of artificial feeding.  Cancer,
 55(Supplement 1), 301-304. Retrieved from 
 http://www.ncbi.nlm.nih.gov/pubmed/3917363   
 
 
 
NURSING ASSESSMENT OF PATIENTS REQUIRING ENTERAL AND GASTRIC 
FEEDING TUBES: AN EXPLORATORY APPROACH                                                            73  

Rahnemai-Azar, A., Rahnemaiazar, A., Naghshizadian, R., Kurtz, A., & Farkas, D. (2014).   
 Percutaneous endoscopic gastrostomy: Indications, technique, complications and  
 management.  World Journal of Gastroenterology, 20(24), 7739-7751. 
 doi: 10.3748/wjg.v20.i24.7739  
TJC: Plan and prepare for the transition to new tubing connectors to minimize the risk of  
 Dangerous misconnections, clinician frustration. ED Management, 26(12), Suppl 1-3. 
 Retrieved from  
 www.ncbi.nlm.nih.gov/pubmed/ 
Todd, V., Van Rosendaal, G., Duregon, K., & Verhoef, M. (2005).  Percutaneous endoscopic 
 Gastrostomy (PEG): The role of the perspective nurses.  Journal of Clinical Nursing, 
 14, 187-194.  Retrieved from 
            http://www.ncbi.nlm.nih.gov/pubmed/15669927 
Trivedi, D. (2014).  Cochrane review summary: specialist home-based nursing services for 
 children with acute and chronic illnesses.  Primary Health Care Research &  
 Development, 15, 117-121.  doi: 10.1017/S1463423614000127 
Tubes used for enteral feeds: Gastrostomy tubes. (2014).  American Partnership for 
            Eosinophilic Disorders.  Retrieved March 12, 2105, from 
            http://apfed.org/drupal/drupal/feeding_tubes 
NURSING ASSESSMENT OF PATIENTS REQUIRING ENTERAL AND GASTRIC 
FEEDING TUBES: AN EXPLORATORY APPROACH                                                            74  

Verhoef, J. & Van Rosendaal, G. (2001).  Patient outcomes related to percutaneous endoscopic 
 gastrostomy placement.  Journal of Clinical Gastroenterology, 32(1), 49-53. 
             Retrieved from  
             http://www.ncbi.nlm.nih.gov/pubmed/11154170     
White, H., & King, L. (2014).  Enteral feeding pumps: Efficacy, safety, and patient acceptability. 
 Medical Devices: Evidence and Research, 7, 291-298.  doi: 10.2147/MDER.S50050 
Whitney, S. (2013).  Enteral nutrition: Physiologic Considerations.  JONA’S Healthcare Law, 
           Ethics, and Regulation, 15(1), 44-50.  doi: 10.1097/NHL.0b013e31828817b4  
Wilensky, G. (2015).  Why does the Affordable Care Act remain so unpopular?  The Journal 
 of the American Medical Association, 313(10), 1002-1003.  doi:10.1001/jama.2015.0542 
Group 2 Social and Behavioral Research.  Collaborative Institutional Training Initiative (CITI  
 Program)  Retrieved from: 
   https://www.citiprogram.org/ 
 
 
 
 
 
 
 
NURSING ASSESSMENT OF PATIENTS REQUIRING ENTERAL AND GASTRIC 
FEEDING TUBES: AN EXPLORATORY APPROACH                                                            75  

Appendix   
Original Survey 
Gastric and Enteral Feeding Tube Assessment 
 
Q12 I am conducting a survey on the issues which may arise with having a gastric or enteral feeding 
tube.  The goal is to study patients’ experiences so that nurses can be more helpful to patients with 
feeding tubes.  This effort is being conducted by Jill Leckey, senior nursing student in the Bachelor of 
Science degree program at the University of North Carolina at Chapel Hill’s School of Nursing as part of 
a senior honors thesis.  The faculty advisers are Suja Davis, MSN, RN and Theresa Raphael-Grimm, 
PhD, CNS.  You are being asked to participate in this study because you participate in social media and 
currently have a gastric or enteral feeding tube or have had one in the past.  If you agree to participate, 
you will complete a questionnaire about having your gastric or enteral feeding tube.  It should take no 
longer than 15-20 minutes of your time.  Your participation is voluntary.  If you choose not to participate 
or if you choose to withdraw from the study at any time, there will be no negative consequences.  The 
survey has been created with Qualtrics.  The survey is constructed so that your name and IP address are 
untraceable.  The results of this study may be published or presented at professional meetings, but your 
identity will not be traceable.  All respondents will be permitted one submission each of this survey.  All 
results will be shown only in aggregate form.  Completing the questionnaire will be considered your 
consent to participate.  Thank you.  If you have any questions, please feel free to contact me via e-mail.   
 
Q1 Please indicate your gender. 
 Male (1) 
 Female (2) 
 
Q2 What is your age? 
 Under 16 (1) 
 16-18 (2) 
 19-22 (3) 
 23-27 (4) 
 28-35 (5) 
 36-45 (6) 
 46 and Over (7) 
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Q3 Please tell us about your ethnic/racial background. 
 Black or African American (1) 
 Asian (2) 
 Caucasian (White) (3) 
 Native American or Alaska Native (4) 
 Native Hawaiian or Pacific Islander (5) 
 Hispanic (non-Latino) (6) 
 Latino (7) 
 Multi-Racial (8) 
 Other, please specify (9) ____________________ 
 
Q4 What is your understanding of why you have a feeding tube? 
 
Q5 Do you currently have medical insurance? 
 No (1) 
 Yes.  If yes, do you think your insurance adequately meets your needs? (2) ____________________ 
 
Q6 Please tell us about your marital and living status.  Choose all that apply. 
 Single or divorced living alone (1) 
 Single or divorced living with friends and/or family (2) 
 Married/Partnered (3) 
 Responsible for a child or children under 18 in the household (4) 
 
Q7 What is your employment status? 
 Full-time (1) 
 Part-time (2) 
 Unemployed (3) 
 On disability (4) 
 
Q8 What type of feeding tube do you have? 
 Gastrostomy (G tube) (1) 
 Jejunostomy (J tube) (2) 
 Gastro-Jejunostomy (GJ tube) (3) 
 Other, please specify (4) ____________________ 
 
Q9 Do you currently have your feeding tube? 
 Yes (1) 
 No (2) 
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Q10 How long have you had or did you have your feeding tube? 
 Less than 6 months (1) 
 Between 6 months and 1 year (2) 
 Between 1 year and 3 years (3) 
 More than 3 years (4) 
 
Q11 How long do you anticipate having this feeding tube if you still have it, or how long did you 
anticipate having it if you no longer have it? 
 Less than 6 months (1) 
 Between 6 months and 1 year (2) 
 Between 1 year and 3 years (3) 
 Indefinitely (4) 
 
Q13 Patients with gastric and/or enteral feeding tubes may have concerns about those tubes. Many times, 
patients with these tubes experience various emotions.  What follows is a list of common thoughts, 
emotions, or experiences that many people have when they are using a feeding tube. After each item in 
the list below, please indicate whether or not you thought about that issue, emotion, or experience, and if 
so, how often you experienced it. 
 How often have you experienced the following? 
 
Very rarely or 
never (1) 
Sometimes (3-4 
times a month) (2) 
Very frequently (4 
times a week) (3) 
Daily (every day) 
(4) 
Worried about 
how I look (1)         
Worried about 
being rejected (2)         
Thankful that the 
tube allowed me 
to get adequate 
nutrition (3) 
        
Frustrated because 
the tube made it 
hard to do the 
things I need to do 
(4) 
        
Felt good about 
feeling better (5)         
Interferred with 
my ability to 
enjoy my life (6) 
        
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Felt isolated from 
family or friends 
(7) 
        
Gave friend(s) 
and/or family 
member(s) an 
important way to 
participate in my 
care (8) 
        
Increased stress 
around holidays 
and special events 
if I was unable to 
eat the same foods 
served to everyone 
else (9) 
        
Stressed at work 
(10)         
Feeling ashamed 
or embarrassed 
(11) 
        
Felt productive 
and able to do 
daily tasks (12) 
        
Appreciation for 
being able to work 
at a job (13) 
        
Fear of the tube 
leaking while out 
in public (14) 
        
Fear of losing 
health insurance 
and not being able 
to pay for 
treatments or 
supplies (15) 
        
Feeling of 
satisfaction at 
watching myself 
learn to cope (16) 
        
Uncomfortable 
with sexual 
intimacy or 
sexuality (17) 
        
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Worried about 
health getting 
worse (18) 
        
Difficulty with 
sleep and fatigue 
(19) 
        
Fear that life may 
never feel normal 
(20) 
        
Worried about 
complications 
related to 
tube/tube feedings 
(21) 
        
Overwhelmed 
with managing 
personal health 
care including 
feeds, 
medications, and 
appointments (22) 
        
Restricted in terms 
of work/career 
choices (23) 
        
Increased energy 
and stamina 
during the day 
(24) 
        
Other, please 
explain. (25)         
 
 
Q14 During the time that you have had or had your tube, how much would the following resources have 
been helpful to you?  Also, please let us know how helpful each of these things was if it was actually
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